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The  U.S.  Commission  on  Civil  Rights  is  an  independent,  bipartisan  agency  first 
Cotablished  by  Congress  in  1957  and  reestablished  in  1983.  It  is  directed  to: 

•  Investigate  complaints  alleging  that  citizens  are  being  deprived  of  their  right 
to  vote  by  reason  of  their  race,  color,  religion,  sex,  age,  handicap,  or  national 
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•  Submit  reports,  findings,  and  recommendations  to  the  President  and 
Congress. 
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LETTER  OF  TRANSMTITAL 


The  President 

The  President  of  the  Senate 

The  Speaker  of  the  House  of  Representatives 

Sirs: 

The  United  States  Commission  on  Civil  Rights  transmits  this  report  to  you 
pursuant  to  Public  Law  98-183. 

Medical  Discrimination  Against  Children  with  Disabilities  exammes  the  nature  and 
extent  of  the  practice  of  withholding  medical  treatment  or  nourishment  from 
infants  bdnjwith  disabilities  and  makes  recommendations  to  remedy  deficiencies  in 
existing  law.  The  report  is  based  on  two  Commission  hearings  and  substantial  staff 
research  aid^  \yy  experts  and'  consultants. 

Available  evidence  suggests  that  decisions  to  withhold  medically  indicated 
treatment  from  mfants  bom  with  disabilities  continue  to  occur  despite  being 
prohibitedbytiie  Child  Abuse  Amendments  of  1984.^Discussed  in  the  report  is  the 
effect  of  tn^^ationship  between  parents  and  physicians  on  decisions  to  withhold 
medically  indicated  treatment,  a  major  issue  in  the  Supreme  Court's  invalidation  of 
Infant  Doe  regulations  in  Bowen  v.  American  Hospital  Association.  The  report  also 
examines  the  role  of  quality  of  life  assessments  and  economic  considerations  in 
medical  nontreatment  decisions,  whether  the  Child  Abuse  Amendments  of  1984 
have  been  properly  implemented  and  enforced,  enforcement  of  section  504  of  the 
Rehabilitation  Act  of  1973  and  efforts  of  the  Department  of  Health  and  Human 
Services  in  that.regard,  whether  child  protective  services  agencies  and  hospital 
infant  care  review  committees  are  fully  complying  with  the  Child  Abuse 
Amendments,  and  whether  medical  discrimination  against  children  with  disabilities 
is  part  of  a  larger  problem  involving  discrimination  in  the  provision  of  medical 
treatment  to  persons  with  disabilities,  of  whatever  age. 
The  many  recommendations  in  the  report  include  a  recommendation  that  the 
Executive  branch  give  careful  consideration  to  resuming  investigation  of  allega- 
tions of  medical  nontreatment  based  on  handicap,  and  that  it  initiate  enforcement  of 
section  504  of  the  Rehabilitation  Act  where  allegations  are  found  to  be  justified.  It 
is  our  hope  that  the  extensive  information  and  analysis  contained  in  the  report  will 
be  of  assistance  to  you  in  the  formulation  of  public  policy. 


William  B.  Allen,  Chairman 
Murray  Friedman,  Vice  Chairman 
Mary  Frances  Berry 
Esther  G.  Buckley 
Sherwin  T.S.  Chan 
Robert  A.  Destro 
Francis  S.  Guess 
Blandina  C.  Ramirez 
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Executive  Summary 


In  convening  the  first  of  two  hearings  held  by  the 
United  States  Cordmission  on  Civil  Rights  in  con- 
nection with  the  subject  matter  of  this  report,  the 
Commission  announced  that  its  purpose  was  to 
"attempt  to  determine  the  nature  and  extent  of  the 
practice  of  withholding  medical  treatment  or  nour- 
ishment from  handicapped  infants  and  to  examine 
the  appropriate  role  for  the  Federal  Government" 
Expresf«d  otherwise,  the  subject  of  Medical  Discrim- 
ination Against  Children  with  Disabilities  is  the  so- 
called  Baby  Doe  issue. 

The  Coxnmissiorfs  interest  in  the  Baby  Doe  issue 
was  sparked  by  events  that  began  in  the  spring  of 
1982,  v/hen  natianal  attention  focused  on  the  in- 
creasingly dcspera^  efforts  of  potential  adoptive 
parents  and  a  guardian  ad  litem  in  Bloomington» 
Indiana,  to  save  the  life  of  an  infant  boy  born  with  a 
tracheoescphagcal  fistula,  a  failure  of  the  esophagus 
and  trachea  to  be  properly  connected.  A  child  with 
this  condition  will  starve  without  the  necessary 
corrective  surgery,  which  has  better  than  a  90 
percent  chance  of  success. 

Setting  the  Bloomington  Infant  Doe  apart  from 
most  infants,  however,  was  not  so  much  the  tra- 
cheoesophageal fistula  but  the  presence  of  Down 
syndrome,  a  congenital  disability  that  usually  pro- 
duces some  degree  of  mental  retardation.  Even  were 
the  surgery  successful,  the  attendmg  obstetrician 
advised  the  parents,  "this  still  would  not  be  a  normal 
child.  .  .  .Some  of  these  children.  .  .are  mere 
blobs."  Declinmg  to  authorize  surgery,  the  parents 
were  upheld  by  the  State  trial  and  appellate  courts, 


and  Infant  Doe  died  while  an  appeal  was  b^ing  fded 
to  the  United  States  Supreme  Court. 

This  and  other  cases  of  discriminatory  denials  of 
medically  indicated  treatment  of  infants  with  disabil- 
ities are  recounted  in  Medical  Discrimination  Against 
Children  with  Disabilities.  Though  much  has  been 
said  and  written  about  the  Baby  Doe  issue,  the 
uninueness  of  the  Commissions  report  lies  in  the 
comprehensiveness  both  of  tiie  subject  matter  it 
treats  and  of  the  period  of  time  it  examines.  For  in 
addition  to  discussing  Baby  Doe  incidents  in  this  and 
in  the  last  decade,  separate  chapters  of  Medical 
Discrimination  Against  Children  with  Disabilities  ex- 
amine: 

•  The  relationship  between  physician  and  par- 
ents and  its.  effect  cn  decisions  to  withhold  medical 
treatment  from  disabled  infants.  This  was  a  major 
issue  in  the  1986  decision  of  the  U.S.  Supreme  Court 
in  Bowen  v.  American  Hospital  Association,  invalidat- 
ing the  Department  of  Health  and  Human  Services' 
Baby  Doe  regulations. 

•  The  role  of  quality-of-life  assessments  in  deci- 
sions to  withhold  medically  indicated  treatment 
from  disabled  infants,  exemplified  most  notably  by 
the  quality  of  life  formula,  QL  =  NE  X  (H  +  S), 
which  influenced  a  team  of  physicians  at  Oklahoma 
Children's  Memorial  Hospital  in  denying  treatment 
to  24  out  of  69  babies  bom  with  disabilities.  In  this 
formula,  QL  is  quality  of  life,  NE  represents  the 
patient*s  natural  endowment,  both  physical  and 
intellectual,  H  is  the  contribution  from  home  and 
family,  and  S  is  the  contribution  from  society. 
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•  TTic  role  of  economic  considerations  in  deci- 
sions to  withhold  medically  indicated  treatment 
from  disabled  infants. 

•  The  universal  acceptance  under  State  child 
neglect  statutes  of  govemmenad  interveation  in 
medical  treatment  decisionmaking  where  the  chil- 
dren at  issue  do  not  have  disabilities. 

•  The  Rehabilitation  Act  cf  157^  and  resort  to 
section  504  of  that  act  in  the  .^eermath  of  the 
Bloomington  Infant  Doe  case;  the  Presidents  Com- 
niission*s  'Aeport;  the  proposed  Baby  Doe  regula- 
tions; and  the  Supreme  Court's  decision  in  Bowen  v. 
American  Hospital  Associatioju 

•  The  Child  Abuse  Amendments  of  1984,  the 
standard  of  care  set  forth  therein,  u.ad  the  effective- 
ness of  the  amendments  in  addressing  the  Baby  Doe 
issue. 

•  Constitutional  issues. 

•  Child  protective  services  agencies  and  their 
enforcement  of  the  Child  Abuse  Amendments  of 
1984. 

•  The  role  and  performance  of  hospital-based 
infant  care  review  committees. 

•  The  performance  of  the  Federal  Government 
in  enforcing  section  504  and  the  Child  Abuse 
Amendments. 

•  Use  of  the  protection  and  advocacy  system  as 
a  means  ot  strengthening  enforcement  of  the  Child 
Abuse  Amendments. 

Pursuant  to  its  statutory  mandate  to  "submit 
reports  to  the  Congress  and  the  President  at  such 
times  as  the  Commission,  the  Congress  or  the 
President  shall  deem  desirable,"  Medical  Discrimina- 
tion Against  Children  with  Disabilities  concludes  with 
the  Commission's  findings  and  recommendations. 
These  findings  and  recommendations  are  repro- 
duced at  the  end  of  this  executive  summar>',  follow- 
ing a  synopsis  of  each  of  the  chapters  upon  which 
they  are  based. 

The  Physidan-Parent  Relationship  and 
T^eatment/Nontreatment  Decisionmaking 

Much  of  the  debate  over  the  question  of  denying 
treatment  to  children  with  disabilities  assumes  a 
conflict  between  the  prerogative  of  parents  to 
choose  medical  treatment  for  their  children  and  the 
responsibility  of  government  to  intervene  on  bekivlf 
of  the  chDd  where  the  parents  decline  to  authorize 
treatment  Ignored,  however,  is  whether,  given  the 
extent  of  physicians'  influence  on  paints  in  the 
decisionmaking  process,  the  parents'  consent  to 


withhold  medical  treatment  is,  in  fact,  informed 
consent.  In  practice,  doctors  are  often  the  prime 
niovers  in  denying  the  treatment. 

The  period  surrounding  the  birth  of  an  infant  is 
one  of  great  stress  and  emotion  for  the  infant's 
parents.  The  birth  of  an  infant  with  a  disability 
typically  comes  to  them  as  a  great  shock,  with 
feelings  of  depression,  anger,  and  guilt.  Because 
most  parents  have  had  little  or  no  interaction  with 
people  who  have  disabilities,  their  assessments  of 
'heir  infants'  conditions  and  prognoses  may  have 
little  basis,  and  th  y  thus  turn  to  the  attending 
physicians  for  information  and  reconjnendations.  As 
one  commentator  noted,  **[P]hysicJims  set  the  agen- 
da. The  person.  .  .who  has  the  ability  to  set  the 
agenda  has  to  a  large  degree  the  ability  to  control 
the  outcome."  Physicians  with  a  bent  toward  denial 
of  treatment  for  persons  with  disabDitite  cmi  be  quite 
insistent  in  conveying  negative  information.  There 
appears  to  be  near  unanimity  from  health  care 
personael  who  support  treatment  in  a  Baby  Doe 
situation  ai»  well  as  those  who  oppose  treatment  that, 
bi  all  but  a  handful  of  cases,  the  manner  and  content 
of  the  medical  provider's  presentation  of  the  issue 
will  be  decisive  in  the  parental  decision  whether  to 
authorize  treatment. 

Unfortunately,  the^e  also  exists  misinformation 
among  many  health  care  personnel  and  bioethicists 
advising  parents  on  the  advances  '^id  alternatives 
available  to  children  with  disabilities.  As  one  witness 
at  the  Commission's  hearings  testified: 

Regrettably,  reports  of  the  advances  in  special  education, 
habiiitation  and  rehabilitation  have  not  yet  received  wide 
dissemination  in  cither  the  popular  media  or  the  literature 
of  other  professions.  .  .  . 

[0]ur  review  of  the  medical  literature  and  the  literature  of 
the  new  bioethicists  revealed  that  typical  physicians  and 
bioethicists  have  little  or  no  familiarity  with  life  possibili- 
ties or  community  resources  available  to  individuals  who 
are  bom  with  handicaps. 

Medical  Discrimination  Against  Children  with  Disa- 
bilities focuses  solely  on  questions  of  discrimination, 
addressing  medical  services  provided  or  required  to 
be  provided,  that  are  withheld  from  individuals  with 
disabilities  precisely  because  of  their  disabilities.  It  is 
neither  the  provLice  nor  the  purpose  of  the  Commis- 
sion to  oversee,  evaluate,  or  question  the  exercise  of 
legitimate  nedical  judgment  inherent  in  decision- 
making concerning?  medical  treatment.  A  civi^i  rights 
issue  appropritite  for  examination  in  this  report  arises 
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in  the  context  of  medical  treatment  decisionmaking 
only  when  such  decisionmaking  is  influenced  by 
factors  extraneous  to  the  science  and  art  of  medicine: 
when  color,  race,  age,  handicap,  or  rational  origin 
lead  to  a  difference  in  treatment  despite  being 
irrelevant  to  the  bona  fide  medical  judgment. 

Denial  of  Treatment  to  Newborn  ChUdren 
with  DisabiUties 

The  record  of  the  Commission's  inquiry  leaves  no 
doubt  that  aewtom  children  have  been  denied  food, 
water,  and  medical  treatment  solely  because  they 
are,  or  are  perceived  to  be,  disabled.  The  Commis- 
sion concurs  with  the  Senate  Committee  on  Labor 
and  Human  Rcsourcei^,  which  declared  that  there 
was  a  "sufficient  body  of  evidence"  indicating  that 
infants  with  disabilities  were  being  denied  trea\tnent, 
^•not  isolated  to  one  or  two  instances."  In  some 
cases,  the  discriminatory  denial  of  treatment  was 
based  on  ignorance  and  false  stereotypes  about  the 
^•quality  of  life"  of  persons  with  disabilities  and,  in 
others,  misconceptions  about  the  nature  of  the 
particular  disability  the  child  would  have  if  he  or  she 
were  permitted  to  survive. 

Attempts  to  quantify  denials  of  treatment,  now  or 
in  the  recent  past,  are  subject  to  inherent  limitations. 
When  a  course  of  lifesaving  treatment  is  rejected  for 
a  child  with  a  disability,  the  decision  typically  is  not 
reported  to  statisticians  or  public  officials.  Denial  of 
treatment  cases  typically  come  to  public  attention 
when  a  family  nemb^^r  or  health  care  professional 
reports  the  case  to  a  public  agency  or  rights 
advocate.  Isolated  instances  of  treatment  denials  at 
nujor  hospitals  have  been  reported  in  medical 
journals  in  the  1970s  and  1980s,  written  by  physi- 
cians seeking  open  acceptance  of  treatment  practices 
in  the  medical  community.  Attitudes  of  treating 
physicians  and  other  Jiealth  care  personnel  can  help 
judge  the  prevalence  of  denial  of  treatment.  Two 
highly  significant  surveys  of  pediatricians  published 
in  1988  suggest  that  contemporary  denial  of  treat- 
ment is  not  infrequent  As  perceived  possibility  of 
mental  retardation  in  an  infant  increased,  the  tenden- 
cy of  pediatricians  to  suggest  surgery  for  unrelated 
medical  problems  decreased.  Tl\ese  surveys  supple- 
ment the  imderreporting  of  discriminatory  denials  of 
treatment.  Appendix  C  of  this  report,  moreover, 
provides  evidence  that  underreporting  of  denial  of 
treatment  cases  is  a  problem  in  hospital  infant  care 
review  committees  v  Mn  all  the  parties  in  the  review 
process  are  in  agreement  on  the  decision  not  to  treat. 


In  these  cases.  State  child  protective  services  agen- 
cies are  i»ot  notified,  contrary  to  the  requirements  of 
the  ChUd  Abuse  Amendment  of  1984. 

Quality  of  Life  /Assessments 

The  argimients  typically  advanced  to  support 
denial  of  lifesaving  medical  treatment,  food,  and 
fluids  based  on  Jisability  arc  often  grounded  in 
misinformation,  inaccurate  stereotypes,  and  negative 
attitudes  about  people  with  disabilities.  A  Nation 
conmiittcd  to  the  equal  protection  of  the  laws  should 
address  the  very  real  problems  people  with  disabili- 
ties and  their  families  face  through  fostering  support- 
ive services  and  social  acceptance,  and  through 
defending  the  statutory  rghts  of  persons  with 
disabilities  to  accessible  and  integrated  trroisporta- 
tion,  housing,  education,  health  care,  and  employ- 
ment To  accept  a  projected  negative  quality  of  life 
for  a  child  with  a  disability  based  on  the  difficulties 
society  will  cause  the  child,  rather  than  tackling  the 
difficulties  themselves,  is  unacceptable.  The  Com- 
mission rejects  the  view  that  an  acceptable  answer  Xo 
discrimination  and  prc^^^lce  is  to  assure  the  ^'right 
to  die"  to  those  against  whom  the  discrimination  and 
prejudice  exists. 

The  Commission  received  extensive  testimony 
documenting  the  possibilities  thp.t  people  with  disa- 
bilities can  have  when  barriers  to  their  full  integrs- 
iion  are  decreased,  adequate  access  is  established  to 
education  and  employment,  and  pessimistic  prog- 
nostications are  not  permitted  to  become  self-fulfill- 
ing prophecies.  Research  indicates  that  a  nef^tive 
parental  attitude  tends  to  change  over  time,  with 
increased  interaction  \iith  the  child. 

Medical  progress  has  been  ongoing,  m;>king  pre- 
dictions based  on  past  experience  obsolete.  Surgton 
General  C.  Everett  Koop,  for  example,  testified 
before  the  Conmussion  that:  **My  own  lifetime  has 
seen  a  complete  reversal  of  success  and  failure. 
When  I  first  began  in  the  field  of  pediatric  surgery  in 
1946,  most  of  the  things  that  now  have  a  95  percent 
survival  had  a  95  per<:ent  mortality,  and  indeed, 
some  carried  a  100  percent  mortality."  A  substantial 
body  of  evidence  shows  that  time  and  time  again 
predictions  of  a  poor  quality  of  lifr  made  at  birth  for 
a  child  with  a  di^^ibility  are  subseqi?  dy  proven 
wrong.  Why  do  ma.iy  negative  predictions  about  the 
future  quality  of  life  made  at  birth  for  a  children 
with  disabilities  turn  out  to  be  wrong?  Physicians 
may  have  a  propensity  for  negative  prognosis  at 
least  in  part  because  they  tend  to  see  children  with 
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disabUities  at  the  time  that  the  children  are  in  the 
hospital  and  thsir  conditions  are  at  their  worst, 
lliosc  who  have  contact  w?th  people  with  disabili- 
ties on  a  more  regular  basis,  when  they  are  not  in  an 
immediate  medical  crisis— such  as  their  teachers, 
coworkers,  and  family  members— tend  to  have 
much  more  positive  views  of  their  abilities. 

The  quality  of  life  argument  extends  beyond  the 
life  of  the  person  with  a  disability.  It  is  frequently 
argued  tl\at  the  continued  existence  of  a  person  with 
disabilities  will  be  a  burden  on  the  person's  family  or 
on  society  as  a  whole.  In  other  words,  the  burden 
the  person  causes  for  others  outweighs  his  or  her 
legal  and  moral  rights  to  lifesaving  treatment. 

There  is  an  important  difference  betv/een  techni- 
cal.medical  judgments  over  whether  a  given  course 
of  treatment  is^  likely  or  not  to  preserve  life  or 
ameliorate  an  impairment  and  judgments  about 
whether  a  person's  life  is  worth  preserving  through 
lifesaving  medical  treatment.  The  first  sort  of  judg- 
ment is  one  that  is  uniquely  medical  in  nature.  The 
second  sort  of  judgment  is  not,  properly  speaking,  a 
"medical*'  one.  It  is  a  social  judgment.  The  second 
"  judgment  no  more  becomes  a  "medical"  judgment 
by  virtue  of  its  implementation  through  the  denial  or 
provision  of  medical  treatment  than  the  decision 
whether  to  impose  capital  punishment  becomes  a 
"medical"  judgment  if  execution  is  by  lethal  injec- 
tion. 

Recent  decades  have  seen  significant,  although 
mixed,  progress  in  dealing  with  the  burdens  on 
people  with  disabilities  and  in  recognizmg  their 
rights  and  full  humanity.  At  the  Federal  level, 
section  504  of  the  Rehabilitation  Act  of  1973  applies 
a  general  principle  of  nondiscrimination  based  on 
handicap  to  all  programs  or  acuvities  receiving 
Federal  financial  assistance;  the  Education  for  All 
Handicapped  Children  Act  of  1975  promises  to  all 
children  with  disabilities  a  "free  appropriate  public 
education  which  emphasizes  special  education  and 
related  services  designed  to  meet  their  unique 
neMs";  the  Developmental  Disabilities  Assistance 
and  Bill  of  Rights  Act  gives  the  Nation's  assurance 
"that  all  persons  with  developmental  disabilities 
receive  the  services  and  other  assiiitance  and  oppor- 
tunities necessary  to  enable  such  persons  to  achieve 
their  maximum  potential  through  increased  indepen- 
dence, productivity,  and  integration  into  the  com- 
munity"; and  the  Architectural  Barriers  Act  of  1^68 
is  intended  to  make  public  buildings  physically 
accessible  to  people  with  disabilities. 


Econonuc  Considerations 

Today,  the  real  economic  costs  associated  with 
disability  are  less  a  function  of  the  disability  or  its 
severity  than  of  a  policy  that  tends  to  segregate  and 
isolate,  at  enormous  public  cost,  persons  considered 
most  severely  disabled.  The  assumption  has  been 
that  the  severity  of  the  disability  is  the  major 
determinant  of  lifetime  cost  and,  consequently,  that 
the  more  severely  disabled  a  child  may  appear  to  be 
at  birth,  the  less  likely  it  is  that  the  child  will  be  able 
to  contribute  as  an  adult  to  his  or  her  own  economic 
sufficiency.  This  assumption  is  a  self-fulfilling  proph- 
ecy; a  diagnosis  of  severe  disability  leads  to  place- 
ment of  a  person  in  an  institutional  and  nonwork 
environment  that  significantly  limits  that  person's 
capability  and  entails  far  more  expense  than  neces- 
sary. 

Cost-benefit  analysis  as  a  justification  for  denial  of 
treatment  to  people  with  disabilities  implies  discrimi- 
nation based  on  disability,  because  such  evaluations 
are  not  typically  employed  in  other  contexts.  The 
Commission  emphatically  rejects  the  view  that 
lifesaving  medical  services  should  be  provided  or 
denied  to  any  group  of  people  based  on  thek 
estimated  economic  worth  to  society. 

Evidence  indicates  that  the  average  annual  cost  of 
residential  services  varies  more  by  the  type  of 
residential  option  employed  than  by  the  level  of 
need  of  the  client.  Group  homes,  apartments,  and 
family-type  homes  have  been  found  significantly  less 
costly  than  institutions  for  individuals  at  all  levels  of 
disability,  including  the  most  severe  levels.  A  clear 
trend  in  the  direction  of  family  ^ypc  placements,  the 
least  costly  alternative,  is  develr  a?^,  especially  for 
children.  It  seems  probable  t>*at  ta  teal  terms  the 
average  cost  of  residential  ^ilacement  for  people 
with  disabUities  is  headed  downward. 

Despite  the  cost  advantage  and  desirability  of 
family  placement,  most  contemporary  Federal  and 
State  policies  do  not  encourage  it.  Important,  often 
unrecognizea,  historical  reasons  are  responsible  for 
tliis.  In  the  eariy  part  of  this  century,  the  eugenics 
movement  g:ve  rise  to  the  establishment  of  institu- 
tions to  remove  persons  '  ath  disabilities  from  their 
commi  lities  and  families  because  they  were  thought 
to  be  dangerous  and  responsible  for  society,*s  ills. 

Only  recently  has  an  attempt  been  made  to  change 
the  Federal  medicaid  legislation  to  give  priority  in 
funding  to  families  and  community  homes.  One 
attempt  is  the  proposed  Medicaid  Home  and  Com- 
munity Quality  Services  Act  of  1987,  which  has  yet 
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to  be  enacted.  Because  providing  support  for  the 
family  is  the  most  cost-efficient  way  to  provide 
residential  services,  changing  the  economic  incen- 
tives to  emphasize  family  placement  rather  than  . 
institutionalization  would  significantly  reduce  the 
cost  associated  with  disability. 

St&te  Law 

In  popular  debate,  the  question  of  whether  chil- 
dren with  disabilities  should  be  denied  liftsaving 
treatment  has  frequently  been  couched  as  though  the 
issue  were  whether  the  government  should  intrude 
into  matters  of  parental  discretion.  However,  the 
universally  accepted  law  has  been  that  when  parents 
make  treatuicnt  decisions  that  will  undoubtedly  lead 
to  the  death  of  their  nondisabled  children,  the  state 
will  intervene  to  ensure  the  children*s  survival  b> 
mandating  lifesaving  medical  care.  Only  when  chil- 
dren have  disabilities  has  the  claim  of  parental 
autonomy  been  given  serious  sympathetic  consider- 
ation. 

Every  State  provides  a  statutory  basis  for  the  civil 
authorities  to  act  to  protect  a  child  m  hose  life  or 
well-being  is  threatened  by  abuse  o  .eglect.  In  the 
jurisdictions  that  receive  Federal  funding  for  child 
abuse  and  neglect  programs,  this  law  must  be 
applied  to  prevent  the  withholding  of  medically 
indicated  treatment  from  disabled  infants  with  life- 
threatening  conditions  in  order  to  comply  with  the 
Child  Abuse  Amendments. 

Parens  patriae  is  the  legal  doctrine  which  provides 
that  the  state  has  the  authority,  in  proper  circum- 
stances,, to  intervene  in  the  normal  parent-child 
relationship  for  the  protection  of  the  child.  Al- 
though primary  authority  is  vested  in  the  parent, 
that  authority  is  restricted,  or  even  abiogated  in  full, 
whenever  that  authority  is  abused. 

The  Rehabilitation  Act  and  Section  5C4 

Enforcement  of  section  504  of  the  Rehabilitation 
Act  provides  certam  advantages  not  present  in  the 
Child  Abuse  Amendments  alone.  Section  504 
reaches  medical  discrimination  agahjst  people  with 
disabilities-  of  any  age,  whilo  the  ccverage  of  the 
Child  Abuse  Amendments  is  limited  to  children. 
Additionally,  the  Child  Abuse  Amendments  apply 
only  to  States  that  choose  to  accept  Federal  funding 
for  their  child  abuse  programs. 

It  creates  a  strange  anomaly  for  the  Federal 
Government,  under  section  504,  to  mandate  that 
State  agencies  enforce  detailed  national  standards 


forbi  Jig  medical  discrimination,  while  permitting 
Fedeicil  funds  to  be  used  for  programs  that  are 
engaged  in  the  same  discrimination.  The  Federal 
Government  enforces  racial  and  .sexual  antitliscrimi- 
nation  standards  for  recipients  of  its  funds;  it  should 
do  the  same  to  prevent  medical  discrimination 
against  persons  with  disabilities. 
Section  504  provides: 

No  otherwise  qualified  handicapped  individual  in  the 
United  States^  .  .shall,  solely  by  reason  of  his  handicap,  be 
excluded  from  the  part^ipation  in,  be  denied  the  benefits 
of,  or  be  subjected  to  discrimination  under  any  program  or 
activity  receiving  Federal  financial  assistance.  .  .  . 

Section  504  has  been  called  "the  first  major  civil 
rights  legislation  for  disabled  people.  In  contrast  to 
earUer  legislation  that  provides  or  extends  benefits  to 
disabled  persons,  it  establishes  full  social  participa- 
tion as  a  civil  right  and  represents  a  transformation 
of  federal  disability  policy."  Modeled  on  legislation 
prohibiting  race  and  sex  discrimination  by  recipients 
of  Federal  financial  assistance,  section  504  may  be 
enforced  not  only  by  cutting  off'  such  assistance  but 
also  through  suits  for  iiyunctive  relief  by  the 
Attorney  General  and  by  aggrieved  private  individ- 
uals. 

Reacting  to  the  Infant  Doe  case  and  the  wide- 
spread negative  response  to  it.  President  Reagan  sent 
a  memorandum  to  the  Attorney  General  and  Secre- 
tary of  Health  and  Human  Services  in  April  1982  on 
the  enforcement  of  Federal  laws  prohibitmg  discrim- 
ination against  individuals  with  a  disability.  The 
memorandum  required  HHS  to  issue  an  explanation 
to  health  care  providers  of  section  504*s  applicability 
to  the  denial  of  treatment  to  newborn  children  with 
a  disability.  HHS  was  also  to  enforce  section  504  and 
other  appropriate  Federal  laws  to  prevent  the 
withholding  of  potentially  lifesaving  treatment  from 
children  with  a  disability  that  would  normally  be 
provided  to  children  without  a  disability.  In  May 
1982,  the  Office  for  Civil  Rights  of  the  Department 
of  Health  and  Human  Services  sent  hospitals  receiv- 
ing Federal  financial  assistance  a  Notice  to  Health 
Care  Providers  which  indicated  that  it  was  unlawful 
to  deny  nutrition  or  medical  or  surgical  treatment  to 
an  infant  with  a  disability  if  the  denial  was  based 
upon  the  existence  of  a  handicap  and  the  handicap 
did  not  render  treatment  or  nutritional  sustenance 
medically  contraindicated.  Reflecting  a  concern  that 
hospitals  or  their  staff  might  attempt  to  do  indirectly 
what  could  not  lawfully  be  done  directly,  the  notice 
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stated  that  hospital  "[cjounseling  of  parents  should 
not  discriminate  by  encouraging  parents  to  make 
decisions  which,  if  made  by  the  health  care  provid- 
er, ;would  be  discriminatory  under  Section  504."  ,In 
December  1982,  internal  guidelines  for  investigating 
complaints  of  discriminatory  denial  of  treatment 
were  sent  to  the  regional  divisions  of  the  HHS 
Office  for  Civil  Rights. 

Regulations  under  Section  504 

In  March  1983,  HHS  published  an  Interim  Final 
Rule*  The  Supplementary  Information  published 
with  the  Interim  Final  Rule  stated  that  the  purpose 
of  the  rule  was  to  "acqirire  timely  information 
concerning  violations  of  Section  504  that  are  direct- 
ed against  handicapped  mfants,  and  to  save  the  lift^ 
of  the  infant"  Expressing  concern  that  individualu 
with  knowledge  of  actions  violating  section  504  did 
not  have  adequate  opporttmity  to  give  immediate 
notice  to  government^  authorities,  HHS  designed 
the  Interim  Final  Rule  to  increase  public  knowledge 
of  the  law,  including  the  manner  of  bringing  suspect- 
ed violations  to  the  attention  of  HHS,  as  well  as 
increase  the  ability  of  HHS  to  investigate  alleged 
violations  promptly.  In  April  1983,  a  Federal  district 
court  judge  invalidated  the  Interim  Rnal  Rule  on 
procedural  grounds,  holding  that  the  Interim  Fmal 
Rule  should  have  been  published  for  public  com- 
ment. 

Shortly  after  the  judicial  invalidation,  HHS  pub- 
lished a  proposed  rule  substantially  similar  to  the 
Interim  Final  Rule.  After  intensive  negotiations  with 
medical  organizations  and  disability  rights  advocacy 
groups,  the  Final  Rule  was  promulgated  with 
significant  revisions  and  contained  four  mandatory 
provisions.  The  Final  Rule  established  baaic  duties 
for  State  child  protective  services  agencies  receiving 
Federal  financial  assistance  in  de?'jng  with  reports 
to  them  of  medical  neglect  of  children  with  disabili- 
ties. Each  such  agency  was  obligated  to  establish 
and  maintain  procedures  to  ensure  that  the  agency 
use  its  "full  authority.  .  .to  prevent  instances  of 
medical  neglect  of  handicapped  infants."  The  proce- 
dures included  requirements  that  health  care  provid- 
ers report  instances  of  known  or  suspected  medical 
neglect  on  a  "timely  basis";  that  a  method  be 
established  for  the-  agency  to  receive  these  reports; 
that  there  be  immediate  review,  and  where  appropri- 
ate, onsite  investigation,  of  such  reports,  and  provi- 
sion for  the  protection  of  **medically  neglected 
handicapped  infants,"  including,  if  necessar^,  court 
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orders  to  compel  necessary  nourishment  and  medi- 
cal treatment.  Further,  each  State  agency  was  to 
provide  timely  notification  to  HHS  of  every  report 
of  "suspected  unlawful  medical  neglect  of  handi- 
capped infants." 

Some  medical  organizations  promptly  challenged 
the  new  rule  as  unjustified  by  section  504.  The 
Supreme  Court  struck  down  the  mandatory  provi- 
sions of  the  Final  Rule  by  a  5-3  vote.  Only  four 
Justices,  however,  joined  in  the  opmion,  malj  -ng  it  a 
nonbinding  plurality,  rather  than  a  majjrit  .  opin- 
ion. The  plurality  opinion  focused  on  th'<  \ck  of 
evidence  in  the  administrative  record  sufficient  to 
support  the  regulation:  "A  hospital's  withhcUing  of 
treatment  when  no  parental  consent  has  been  given 
cannot  violate  section  504,  for  without  the  consent 
of  the  paiisnts  or  a  surrogate  decisionmaker  the 
infant  is  neither  'otherwise  qualified'  for  treatment 
nor  has  he  been  denied  care  'solely  by  reason  of  his 
handicap.'" 

A  central  problem  with  the  Bowen  plurality 
opinion  is  its  suggestion  that  section  504  places  no 
constraints  on  a  Federal  financial  assistance  recipi- 
ent's discriminatory  denial  of  treatment  to  a  person 
with  a  disability  if  the  denial  is  authorized  by  a 
nonrecipient  such  as  a  parent  who,  as  a  surrogate 
decisionmaker  for  a  child  with  a  disability,  normally 
has  the  legal  authority  to  provide  or  withhold 
consent  for  the  child's  medical  treatment.  (The  logic 
of  the  plurality  opinion  applies  equally  to  such 
authorizations  by  other  surrogate  decisionmakers, 
such  as  a  guardian  for  a  person  with  a  disability  who 
is  not  competent  to  make  health  care  decisions.  The 
position  taken  by  the  plurality  thus  puts  at  risk  not 
only  childrer  but  also  older  people  with  disabili- 
ties.) In  the  view  of  the  Commission,  a  recipient  of 
Federal  financial  assistance  should  not  be  able  to 
escape  the  requirements  of  section  504  simply  by 
persuading  or  encouraging  a  nonrecipient  to  autho- 
rize what,  but  for  the  nonrecipient's  involvement, 
would  otherwise  be  prohibited  discrimination.  A 
recipient's  substantial  involvement  in  a  nonreci- 
pient's discriminatory  practices  should  be  held  to 
violate  section  504. 

The  Commission's  hearings  and  research  supply 
information  related  to  the  issue  that  the  Court 
considered  not  to  have  been  satisfactorily  addressed 
in  the  administrative  record  at  the  time  Bowen  was 
decided.  The  Commission  believes  that  decisions 
nominally  made  by  parents  to  deny  treatment  fo 
children  with  disabilities  often  may  in  fact  be 
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generated  by  health  care  personnel  who  act  as  the 
agents  of  health  care  facilities.  In  such  cases,  health 
care  providers  who  do  not  provide  lifesnving  nriedi- 
cal  treatment  to  children  with  disabilities,  which 
would  be  provided  were  it  not  for  the  disabilities, 
shoiJd  be  held  to  violate  section-504  d^pite  parental 
acquiescence  in  the  treatment  denial. 

In  light  of  this,  and  in  light  of  the  advantages  of 
section  504  for  addressing  denials  of  treatment,  the 
Commission  recorameads  that  the  Executive  branch 
give  careful  consideration  to  resuming  investigation 
of  {diegations  that  children  with  disabilities  are 
discriminatorily  denied  medical  treatment  based  on 
handicap  and  initiate  enforcement  of  section  504  in 
cases  in  which  the  allegations  are  found  to  be 
justified. 

Because  there  was  no  binding  majority  opinion, 
and  because  the  plurality  opinion  is  ambiguous,  it 
might  be  appropriate  for  the  Department  of  Health 
and  Human  Services  to  act  to  enforce  section  504  in 
a  well-doctimented  instance  of  discriminatory  failure 
to  report  as  a  was'  of  ultimately  obtaining  clarifica- 
tion or  adjustment  from  the  Court. 

Child  Abuse  Amendments 

The  Child  Abuse  Amendments  of  1984,  the 
product  of  considerable  debate  and  negotiation,  set 
out  a  detailed  and,  for  the  most  part,  unambiguous 
but  nuanced  standard  of  care  that  States  which 
receive  Federal  funds  for  their  child  abuse  and 
neglect  'programs  must  enforce  among  health  care 
facilities.  If  adequately  enforced,  the  law  would 
provide  strong  protection  for  many  children  with 
disabilities  against  denial  ci  lifesaving  treatment. 

Virtually  all  States  receive  funds  under  the  Child 
Abuse  Prevention  and  Treatment  Act,  and  the  Child 
Abuse  Amendments  theiefore  apply  to  them.  Adui- 
tionally,  the  District  of  Columbia,  as  well  as  Puerto 
.Rico,  Guam,  the  Virgin  Islands,  the  Commonwealtli 
of  the  Northern  Mariana  Islands,  and  American 
Samoa  receive  such  grants  and  are  bound  by 
provisions  of  the  amendments. 

Perhaps  the  best  short  statement  of  the  medical 
standard  of  care  establidied  by  the  Child  Abuse 
Amendments  is  found  in  the  Supplemental  Informa- 
tion HHS  published  vwth  the  Proposed  Rule: 

[Fjirst,  all  such  disabled  infants  must  under  all  circum- 
stances receive  appropriate  nutrition,  hydration  and  medi- 
cation. Second,  dl  such  disabled  infants  must  be  given 
medically  indicated  treatment.  Third,  there  are  three 
exceptions  to  the  requirement  that  all  disabled  mfants  must 


receive  treatment,  or,  stated  in  other  terms,  three  circum- 
stances in  which  treatment  is  not  considered  "'medically 
indicated." 

The  centerpiece  of  the  Child  Abuse  Amendments* 
standard  of  care  is  found  in  the  phrase  tb^X  tr<-atment 
must  be  that  *'most  likely  tc  be  effective  in  amelio- 
rating or  correcting  all  [lire-threatening]  condi- 
tions." It  I  the  care  that  must  be  provided  to  all 
childien  covered  by  the  la^  unless  one  of  the  three 
exceptions  applies  This  definition  creates  a  high 
standard  of  care.  .Children  covered  by  the  law  must 
be  provided  the  treatment  "most  likely  to  be 
effective,"  not  just  the  level  of  treatment  that  would 
be  provided  to  their  nondisabled  counterparts.  This 
places  a  responsibility  on  nhysicians  to  become 
knowk  geable  about  and  employ  the  best  available 
treatment  rather  than  simply  to  avoid  discriminating 
or  the  basis  of  disability. 

F^ceptions  to  Providing  Treatment 

The  Child  Abuse  Amendments  establish  three 
ex^ptions  to  the  requirement  to  provide  the  treat- 
ment most  likely  to  correct  or  ameliorate  a  child's 
life-threatening  conditions  (maximal  treatment) — al- 
though "appropriate  nutrition,  hydration,  and  medi- 
cation" must  always  be  provided.  The  exceptions 
are  when  in  the  treating  physician's  or  physicians* 
reasonable  medical  judgment: 

(A)  The  infant  is  chronically  and  irreversibly  comatose; 

(B)  The  provision  of  such  treatment  would  (i)  merely 
prolong  dying,  (ii)  not  be  effective  in  ameliorating  or 
correcting  all  of  the  infant's  life-threateiiing  conditions,  or 
^i)  otherwise  be  futile  in  terms  of  the  survival  of  ihe 
infant;  or 

(C)  The  provision  of  such  treatment  would  be  virtually 
futile  in  terms  of  the  survival  of  the  infant  and  the 
treatment  itself  under  such  circumstances  would  be  inhu- 
mane. 

State  Programs  and  Authority 

Under  the  statute  as  enacted,  within  !  ytax  after 
the  act  became  law.  State  agencies  desiring  to 
receive  the  Federal  fmds  had  to  have  procedures 
and  programs  to  permit  coordination  with  the  health 
care  facilities,  prompt  notification  by  health  care 
facilities  for  cases  of  suspected  mcd'cal  neglect 
(including  instances  of  withholding  of  medically 
indicated  treatment  from  disabled  infants  with  life- 
threatening  conditions),  and  authority,  under  State 
law^  for  the  State  child  protective  service  system  to 
pursue  any  legal  remedies,  including  the  authority  to 


initiate  legal  proceedings  in  a  court  of  competent 
jurisdiction,  as  may  be  necessary  to  prevent  the 
withholding  of  medically  indicated  tre.'^tment  from 
disabled  infants,  \vitli  life-threatening  conditions. 

Constitutional  Issues 

The  record  developed  during  the  Commission's 
two  hearings  and  continuing  investigation  demon- 
strates that  there  is  a  grave  danger  to  the  constitu- 
tional rights  of  newborn  ,  children  in  cases  where 
food,  water,  and  necessary  medical  care  are  denied 
on  the  basis  of  disability  and  predictions  concerning 
future  quality  of  Efe.  The.  principle  of  equal  proter 
tiori  of  the  laws  is  offended  when  disability  is  C 
basis  of  a  noutreatment  decision.  Procedural  protec- 
tion for  the  interests  of  both  child  and  parents  is 
often  absent  completely  or  is  woefully  inadequate  to 
the  task  of  sifting  the  facts. 

Since  the  Supreme  Court's  decision  in  Bowen  v. 
American  Hospital  Associction,  it  has  been  clear  that 
judicial  action  is  insufficient  to  protect  newborn 
children  with  disabilities.  The  task  of  protecting 
such  children  from  discrimination  and  neglect, 
whether  based  on  ignorance  or  outright  prejudice, 
thus  falls  to  Congress  and  to  the  State  legislatures. 

Incidence  of  Discnmiiiatjry  Denial  <if 
Medical  Treatment 

A  significantly  high  incidence  of  medical  discrimi- 
nation against  children  with  disabilities  exists  that  is 
pari  of  a  much  larger  pattexn  of  medical  care 
discrimination  against  people  with  disabilities.  This 
incidence  largely  persists  despite  3  years  of  experi- 
ence under  the  Child  Abrise  Amendments.  The 
Commission  relied  o.  specific  cases;  testimony  at  the 
Commission's  hearings,  including  the  testimony  of 
people  with  disabilities  and  theu^  relatives;  the 
repeatedly  declared  views  of  physicians  set  forth  in 
professional  journals;  surveys  of  health  care  profes- 
sionals; and  investigative  reporting. 

Enforcement  of  CMd  Abuse  Amendments 
ly  the  C3iild  Protective  Services  Agencies 

Piiincipal  enforcement  responsibility/ *br  the  Child 
Abuse  Amendments  resides  with  State  jild  protec- 
tive services  (CPS)  agencies,  the  variously  named 
entt'ifef*  that  exist  to  administer  each  jurisdiction*s 
child  abuse  and  neglect  laws.  Under  current  law,  the 
fate  of  children  with  disabilities  who  are  tfcreatened 
with  deni/ii  of  lifesaving  medical  treatment,  food, 
and  fluids  largely  depends  on  how  effectively  CPS 


agencies  carry  out  this  responsibility.  Alternative 
avenues  of  protection  are  scarce.  Direct  Federal 
efforts  to  prevent  this  type  of  medical  discrimination 
to  date  have  been  stymied. 

The  close  working  relationship  between  some 
CPS  personnel  and  members  of  the  medical  profes- 
sion has  lesulted  in  the  substantial  failure  of  many 
State  child  protective  service  agencies  to  effectively 
enforce  the  child  Abuse  Amendments. 

CPS  Dcleeatiwi     IcTcsagative  Responsibility 

Virtually  dl  jurisdictions  receive  Federal  funds 
from  the  Department  of  Health  and  Human  Services 
under  the  Child  Abuse  Prevention  and  Treatment 
Act.  A  review  of  their  policies  and  procedures  has 
shown  that  on  tiieir  faces,  the  policies  of  14  of  these 
States  explicitly  abdicate  to  internal  hospital  infant 
c&xe  rex'^ew  coinmittees  or  hospital  staffs  the  author- 
ity to  decide  whether  illegal  denial  of  treatment  is 
taking  place  wheii  a  report  of  suspected  denial  of 
treatment  is  received  by  the  State  agencies. 

Under  the  Child  Abuse  Amendments,  agencies 
must  make  the  determination  whether  treatment  is 
medically  indicated.  The  existence  of  hospital-ad- 
ministered infant  care  review  committees  (ICKC) 
does,not  relieve,  a  State  CPS  agency  of  its  responsi- 
bility to  invesagate  suspected  cases  .)f  withholding 
of  medically  indicated  treatment  or  to  employ  its 
legal  authority  to  prevent  such  witiibolding.  The 
widespread  readiii'^ss  of  CPS  agencies  to  surrender 
theu^  arms- length  oversight  responsibility  concern- 
ing medical  neglect  appears  in  part  to  be  rooted  in 
the  special  rehtionship  that  has  developed  between 
CPS  workers  and  members  of  the  medical  profes- 
sion. In  dealing  with  traditional  forms  of  child  abuse 
and  neglect,  CPS  agencies  rely  primarily  on  health 
care  professionals  for  diagnosis  and  reporting. 

In  contrast  to  the  receptivity  of  most  CPS 
agencies  to  views  from  medical  organizations,  views 
from  disability  organizations— the  groups  represent- 
ing  those  v^hom  the  amendments  were  designed  to 
protect— are  ignored  in  many  cases.  According  to 
one  survey  of  37  responding  jurisdictions,  34  said 
that  they  had  consulted  with  medical  representatives 
in  formulating  their  implementing  procedures,  while 
only  11  said  they  had  consulted  with  disability 
groups. 

Failure  n  Comply  with  Federal  Regulations 

In  direct  contravention  of  Federal  regulations,  six 
States*  CPS  agencies  have  no  written  policy  specify- 
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ing  how  they  would  obtam  medical  records  to 
invesugate  a  report  of  medical  neglect.  Four  States' 
CPS  agencies  have  policies  that  f&i)  to  provide  for 
securing  an  independent  medical  exainhiation  of  a 
child  with  a  disability  about  whom  a  report  of  a 
suspected  medical  neglect  has  been  fded.  The 
impression  that  some  States  pay  little  or  no  attention 
to  the  standards  of  treatment  embodied  in  the 
FederiJ  law  and  regulations  is  reinforced  by  the  fact 
that  eJ^t  States*  CPS  agencies  have  policies  that 
either  misdefine  the  term  "withholding  of  medically 
indicate  i  treatment,"  do  not  define  it  at  all,  or  define 
the  term  in  such  an  abbreviated  fashion  as  to  invite 
ambiguity  and  uncertainty. 

Many  States  are  not  even  clear  in  their  policies 
concerning  who  is  covered  by  the  standards  of 
treatioaent  in  the  act.  Twenty-two  State  CPS  agen- 
cies liave  policies  that  either  do  not  define  the  term 
"infant"  or — in  direct  contravention  of  the  govern- 
ing regulations— define  the  term  to  encompass  only 
infants  of  less  than  l  year  in  age. 

CPS  agencies  are  part  of  the  State  government, 
often  in  the  same  department  that  runs  hospitals  and 
other  institutions  that  provide  medical  treatment  to 
children  with  disabilities.  This  can  create  a  direct 
conflict  of  interest. 

Mant  Care  Review  Committees 

Taking  note  of  the  great  propensity  by  many  in 
the  medical  profession  to  disagree  with  the  treat- 
ment standards  in  the  Child  Abuse  Amendments, 
and  of  the  available  -evidence  concerning  the  func- 
tioning to  date  of  hospital-based  ethics  or  infant  care 
review  committees,  the  Commission  is  persuaded 
that  they  cannot  be  relied  upon  alone  co  ensure  that 
children  vwth  disabilities  ?vre  accorded  the  litosaving 
treatment  that  is  their  right  by  law. 

At  the  same  time,  it  is  clear  that  such  comnattees 
are  here  to  stay.  Therefore,  the  Commission  believes 
there  is  a  need  to  ensure  that  there  be  independent, 
contemporaneous  scrutiny  of  infant  care  review 
committee  proceedings,  preferably  by  medically^ 
knowledgeable  and  experienced  disability  advocates, 
and  that  the  prompt  reporting  requirement  be  more 
vigorously  enforced  to  make  this  possible. 

The  establishment  of  infant  care  review  commit- 
tees— mtemal  hospital  committees  that  consider 
instances  in  which  life-preservii>g  medical  treatment 
is  being  or  may  be  withheld  from  infants  with 
disabilities— is  encouraged  by  Yhe  Child  Abuse 
Amendments,  as  it  was  by  the  section  504  Final 


Rule.  A  1986  survey  found  that  51.8  percent  of 
hospitals  with  either  a  neonatal  intensive  care  unit  or 
over  1,500  births  aimually  had  established  such 
committees,  and  an  additional  8.9  percent  were  in 
the  process  of  formmg  them.  The  proponents  of 
ethics  committees  attempt  to  shift  the  question  from 
the  substantive  one  of  whether  treatment  should  be 
withheld  to  the  procedural  one  of  who  should 
decide  whether  treatment  should  be  withheld. 

The  Fmal  F^ule  of  section  504  includes  a  recom- 
mendation that  hospitals  establish  infant  care  review 
committees.  However,  HHS  -recognized  that  the 
original  rationale  for  ethics  committees  stood  in 
stark  contrast  to  the  approach  embodied  in  the 
nondiscrimination  tenets  of  section  504.  Inherent  in 
reliance  on  section  504  was  the  assumption  that  the 
law  establishes  a  societally  defined  basis  for  deter- 
mining when  life-preserving  treatment  must  be 
provided  to  children  with  disabilities  and  when  it 
may  be  withheld  from  them.  In  contrast,  inherent  in 
the  original  rationale  for  ethics  committees  was  the 
assumption  that  such  determinations  should  be  de- 
cided on  a  case-by-case  basis  varying  from  hospital 
to  hospital.  Because  of  this  dichotomy,  the  Fmal 
Rule  explained  that  HHS  revised  a  model  proposed 
by  the  American  Academy  of  Pediatrics  "to  unders- 
core that  the  purpose  of  the  ICRC  is  to  advance  the 
basic  principles  embodied  in  section  504." 

HHS  guidelines  assumed  that  the  particular  cases 
that  came  before  a  committee  would  not  involve 
relitigation  of  the  ethical  and  social  debates  about 
the  propriety  of  treatment  that  preceded  enactment 
of  the  law,  but  would  instead  focus  on  an  analysis  of 
how  the  law  should  properly  be  applied  to  the  facts 
of  that  case.  The  "ethical  issues"  concerning  what 
circumstances  justify  withholding  of  treatment 
would  not  be  reconadered  on  a  case-by-case  basis. 
The  issues  were  to  be  regarded  as  settled  by  the 
Child  Abuse  Amendments. 

Infant  Care  Review  Committees  in  Action 

Are  the  infant  care  review  cnu^  littees  serving  as 
prognosis  committees,  providing  advice  concerning 
whether  or  not  -the  facts  in  particular  cases  bring 
them  within  the  circumstances  the  Child  Abuse 
Amendments  define  as  requiring  treatment?  Or  do 
they  act  as  "ethics"  copunittees,  making  quality  of 
life  judgments  about  whether  or  not  treatment 
should  be  withdrawn  without  reference  to  detailed 
legal  standards — the  role  originally  envisioned  for 
them  by  the  President's  Commission  and  the  Ameri- 


can  Academy  of  Pediatrics?  It  appears  that  the  vast 
majority  of  committees  convene  only  to  deal  with 
disagreements  and  do  not  make  an  attempt  to 
scrutinize  most  denial  of  treatment  decisions  to 
ascertain  whether  they  comply  with  the  law.  This 
implies  that  many  hospital  infant  care  review  com- 
mittees seem  more  attuned  to  diffusing  and  resolving 
conflict  in  a  n-ay  that  keeps  any  controversy  as 
much  as  possible  within  hospital  walls  than  to 
ensuring  that  children  with  disabilities  receive  the 
lifesaving  treatment  to  which  they  are  entitled. 

Even  before  the  .passage  of  the  Child  Abuse 
Amendments,  the  Federal  regulations  implementing 
the  Child  Abuse  Prevention  and  Treatment  Act 
required  States  receiving  Federal  funding  for  their 
child  protective  services  programs  to  "provide  by 
statute  or  administrative  procedure  that  all  other 
persons  are  permitted  to  report  known  and  suspect- 
ed instances  of  child  abuse  and  neglect  to  a  child 
protective  agency  or  other  properly  constituted 
authority."  The  implementing  regulations  for  the 
Child  Abuse  Amendments  establish  that  States 
receiving  Federal  funds  must  ensure  that  health  care 
facilities  designate  individuals  with  the  duty  to 
notify  promptly  he  State  child  protective  services 
agency  of  all  "cases  of  suspected  medical  negiect 
(including  instances  of  the  withholding  of  medically 
indicated  treatme*it  from  disabled  infants  with  life- 
threatening  conditions)." 

Because  not  merely  knovm  but  also  "suspected" 
instances  must  be  reported,  the  health  care  facility's 
obligation  to  notify  the  State  agency  is  not  limited  to 
c^ses  in  which,  for  example,  the  infant  care  review 
committee  or  the  responsible  hospital  official  makes 
a  final  determination  that  illegal  withholding  of 
treatment  is  occurring  or  about  to  occur.  Nor  is  it 
limited  to  cases  in  which  the  infant  care  review 
committee  or  the  responsible  hospital  official  has 
attempted  to  obtain  treatment  but  has  failed  and  is 
turning  to  the  civil  authorities  as  a  last  resort. 

Limitations  of  Hospital  Self-policing 

It  is  questionable  whether  most  conunittees  are 
constructed  in  a  manner  that  permits  searching 
scrutiny  of  proposed  denials  of  treatoient  Infant 
care  review  committees,  althougli  they  upon  occa- 
sion have  "outside"  members,  represent  an  approach 
to  the  "Baby  Doe"  problem  that  relics  essentially 
upon  die  internal  self-regulation  of  the  health  care 
community.  The  Department  of  Health  and  Human 
Services  and  the  American  Academy  of  Pediatrics 
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recommend  that  committees  include  representatives 
of  disabUity  groups.  A  1986  survey  found  that,  of  the 
responding  hospitals,  less  than  a  quarter  of  the 
committees— 23.9 ,  percent— had  a  disability  group 
representative. 

A  preponderance  of  medical  personnel  on  com- 
mittees does  not  necessarily  mean  that  they  are 
especially  well  equipped  to  serve  as  prognosis 
committees.  Ethics  conmiittees  are  largely  insular 
bodies,  sharing  the  mores  and  limitaticns  of  knowl- 
edge of  the  local  hospital.  A  reluctance  to  criticize 
one's  colleagues,  let  alone  report  their  decisions  to  a 
State  agency,  is  only  natural  in  such  a  setting.  Resort 
to  infant  care  review  committees  presents  the  same 
problem  generally  applicable  to  the  creation  of  an 
internal  body  as  a  means  of  showmg  the  public  that 
the  institutior  is  serious  about  correcting  abuses:  an 
institution  rarely  does  a  good  job  of  policing  itself. 
Outside  oversight  is  needed. 

Federal  Goyemment 

The  Commission  is  dismayed  at  the  extremely 
poor  performance  of  the  Department  of  Health  and 
Human  Services  in  fulfilling  its  responsibilities  to 
protect  children  with  disabilities  from  medical  dis- 
crimination, first  under  section  504  of  the  Rehabilita- 
tion Act  in  the  time  period  before  its  use  was 
enjoined,  and  currently  under  the  Child  Abuse 
Amendments  of  1984.  That  performance  requires 
substantial  improvement. 

Although  the  Commission  is  encouraged  by  steps 
the  Office  of  Human  Development  Services  of  the 
Housing  and  Human  Services  Department  now 
states  it  will  take  in  response  to  this  report,  it  is  too 
soon  to  determine  whether  this  will  result  in  a  very 
significant  increase  in  scrutiny  of  the  performance  of 
recipient  State  child  protective  services  agencies 
that  is  essential  if  the  Department  is  to  fulfill 
effectively  its  responsibilities  under  the  law. 

Responsibility  for  enforcing  section  504  rested 
with  the  Office  for  Civil  Rights  (OCR)  in  the 
Department  of  Health  and  Hunum  Services.  In  none 
of  the  cases  OCR  investigated— even  the  Blooming- 
ton  Infant  Doe  case— did  it  make  a  public  finding 
that  a  section  504  violation  occurred.  If  a  discrimina- 
tory denial  of  treatment  was  found,  OCR  asked  for 
assurances  that  practices  would  be  changed  to 
achieve  comp^'ances.  If  it  received  them,  it  did  not 
make  a  public  ••finding  of  discriminatory  withhold- 
ing of  medical  care."  In  theory,  OCR  might  detect 
noncompliance  in  fact  and  secure  remedial  action  by 
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the  discnminating  party,  thus  fulfilling  its  role, 
without  officially  reporting  a  finding  of  noncompli- 
ance. 

In  at  least  two  instances  known  to  the  Commis- 
sion, OCR  delayed  taking  action.  Confronted  with 
substantial  evidence  of  significant  and  ongoing 
denial  of  lifesaving  treatment  to  children  with 
disabiKties,  evidence  that  suggested  an  ongoing 
threat  to  lives  in  both  States,  OCR  failed  to  a;:t  with 
the  vigor  and  dispatch  incumbent  on  it  in  light  of  the 
circumstances,  let  alone  consistent  with  its  legal 
responsibilities  and  its  publicly  stated  position. 

Although  several  State  Child  Protective  Services 
agencies  failed  to  meet  the  standards  and  procedures 
required  under  the  Child  Abuse  Amendments  and 
their  implementing  regulations,  the  States  have  been 
certified  by  HHS  for  receipt  of  Federal  funds  under 
the  Child  Abuse  Prevention  and  Treatment  Act, 
without  being  advised  that  they  are  out  of  compli- 
ance or  berig  given  any  deadline  to  bring  their 
standards  and  procedures  into  compliance.  The 
Commission  considers  this  a  significant  failing  on  the 
part  of  HHS. 

In  a  report  on  infant  l^are  review  conunittees,  the 
HHS  Office  of  the  Inspector  GenenJ  identified 
between  20  and  36  potential  Baby  Doe  cases 
considered  by  10  committees  whose  activities  were 
monitored.  Only  three  cases  were  reported  to  State 
CPS  Agencies.  The  Office  of  Inspector  General  did 
not  review  the  facts  in  the  unreported  cases  to 
determine  whether  or  not  they  met  the  standards 
established  in  the  Child  Abuse  Ameadments.  It  is 
hard  to  see  how,  without  doing  this,  the  Department 
could  accomplish  its  task  of  ascertaining  whether 
the  committees  are  f^^^Uing  what  HHS  has  de- 
scribed as  ''the  role  of  the  ICRC  [infant  care  review 
committee]  to  review  the  case.  .  .and  reconunend 
that  the  hospital  seek  CPS  agency  involvement 
when  necessary  to  asstire  protection  for  the  infant 
and  compliance  with  applicable  legal  standards." 

T^.e  Protection  and  Advoc  cy  System:  A 
Resource  for  Enforcement 

In  1975  'Congress  established  structures  called 
Protection  and  Advocacy  Systems  (P&A),  originally 
attuned  specifically  to  the  need  to  ensure  vigorous 
advocacy  of  the  rights  of  persons  with  developmen- 
tal disabilities.  The  Developmentally  Disabled  Assis- 
tance and  Bill  of  Righis  Act  required  that  each  State 
or  similar  jurisdiction  receiving  Federal  funding  for 
persons  with  developmental  disabilities  establish  an 


independent  system  with  "authority  to  pursue  legal, 
administrative,  and  other  appropriate  remedies  to 
insure  the  protection  of  the  rights  of  [persons  with 
developmental  disabilities]." 

In  1984,  in  substantially  expanding  funding  for  the 
P&A  systems.  Congress  recognized  both  their  im- 
portance and  t..jir  impressive  track  record.  The 
Senate  Committee  on  Labor  and  Human  Resources 
Report  noted  that  P&As  are  an  expanding  effort  by 
Congress  to  assure  disabled  persons  protection  of 
their  rights  under  iaw.  In  1986  Congress  chose  "to 
build  on  the  experience  of  the  existing  P&A  System 
in  investigatmg  and  resolving  situations  involving 
abuse  and  neglect"  of  persons  with  mental  illness  by 
adding  responsibility  for  advocacy  for  this  popula- 
tion to  the  P&A3. 

The  Conunission  tliinks  that  the  P&A  system 
affords  an  experienced  and  appropriate  resource  to 
remedy  discriminatory  denial  of  medical  treatment, 
food,  and  fluids  to  people  with  disabilities.  ?&As 
currently  have  a  general  jurisdiction  that  encom- 
passes such  instances.  The  Conmiission  believes  that 
the  P&A  system  should  be  brought  into  .active 
involvement  in  efforts  to  prevent  illegal  denial  of 
tre^vment  to  children  with  disabilities.  In  summary, 
the  Conunission  envisions  the  following  approach: 

•  Prompt  reports  of  suspected  or  actual  cases  of 
withholding  of  medically  indicated  treatment 
would  still  go  to  CPS  agencies,  which  would 
retain  the  authority  and  responsibility  to  investi- 
gate them.  However,  the  State  P&A  agency 
would  be  notified  by  the  CPS  agency  as  soon  as 
the  report  was  received.  The  P&A  would  have 
access  to  records.  As  a  representative  of  the 
interests  of  the  child,  the  P&A  agency  would  have 
independent  authority,  similar  to  that  now  held  by 
the  CPS  agency,  to  obtain  medical  records  and  to 
obtain  a  court  order. 

•  To  catch  cases  not  being  reported  to  the  CPS 
agency,  any  hospital  that  uses  a  committee  to 
review  a  prospective  withholding  of  treatment 
from  a  person  with  a  disability  would  be  required 
to  notify  the  State  P&A  agency  of  meetings  held 
to  discuss  the  case.  The  P&A  would  be  able  to 
review  the  records  and  discuss  the  situation.  A 
court  order  could  be  sought  by  the  P&A. 

•  To  provide  a  deterrent  to  physK;ians  disposed 
to  not  reporting  a  case  to  the  State  CPS  agency  or 
a  hospital  committee,  the  P&A  cpuld  conduct 
retrospective  reviews  of  the  medical  records. 
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The  Cormission  sees  several  advantages  to  in- 
volving the  P&A  systems  more  directly  in  the 
enforcement  of  the  Child  Abuse  Amendments  of 
1984.  First,  the  P&A  system  has  more  specialized 
experience  in  safeguarding  the  rights  of  persons  with 
disabilities  than  the  CPS  system.  While  the  CPS 
system  deals  with  the  abuse  and  neglect  of  all 
children,  most  of  whom  are  not  disabled,  the  P&A 
system  since  its  inception  has  concentrated  on 
protecting  the  rights  of  persons  with  disabilities. 
Second,  the  P&A  system  is  less  likely  to  be  affected 
bv  conflicts  of  interest  than  the  CPS  system  because 
the  P&A  system  is  statutorily  independent  of  State 
agencies  and  hospitals.  Third,  unlike  the  reliance  by 
the  CPS  agencies  on  the  medical  profession,  P&A 
agencies  have  no  special  relationship  with  the 
med'cal  profession  that  could  impair  their  ability  to 
be  vigorous  advocates.  Fourth,  P&A  agencies  are 
accountable  to  the  populations  they  serve.  They 
must  provide  an  annual  opportunity  "to  assure  that 
persons  with  developmental  disabilities  have  full 
access  to  services  of  the  system."  This  provision  for 
oversight,  jiot  present  in  most  CPS  agencies,  is  an 
important  check  on  the  danger  of  relaxing  the 
vigilance  and  vigor  essential  to  effective  advocacy. 

The  Commission  believes  that  appropriate  addi- 
tional funding  for  the  P&As  will  be  needed  to 
implanent  these  new  responsibilities.  It  should  be 
adequate  both  for  State-by-State  implementation  and 
for  supportive  training  and  technical  assistance, 
including  resources  for  the  rapid  evaluation  of 
medical  conditions.  With  these  powers  and  re- 
sources, the  P&A  system  would  be  m  a  position  to 
bring  about  what  the  Commission  believes  would  be 
a  significant  improvement  in  enforcement  of  the 
medical  treatment  rights  of  persons,  especially  chil- 
dren, with  disabilities. 

Findings  and  Recommendations 

Based  on  its  hearings,  research,  and  the  report,  the 
Conimission  adopts  the  following  findings  and  rec- 
ommendations. 

General  Findings 

1.  Surveys  of  health  care  personnel,  the  results 
of  investigative  reporting,  the  testimony  of  people 
with  disabilities  and  their  relatives,  and  the  repeated- 
ly declared  views  of  physicians  set  forth  in  their 
professional  journals  all  combine  to  persuale  the 
Commission  of  the  likelihood  of  widespread  and 
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continuing  denials  of  lifesaving  treatment  to  children 
with  disabilities. 

2.  The  Commission  r  convinced  that  the  evi- 
dence supports  a  finding  that  discriminatory  denial 
of  medical  treatment,  food,  and  fluids  is  and  has  been 
a  significant  civil  rights  problem  for  infants  with 
disabilities.  It  is  also  persuaded  that  the  available 
evidence  strongly  suggests  that  the  situation  has  not 
dramatically  changed  sinc-e  the  implementation  of 
the  Child  Abuse  Ame-adments  of  1984  on  October  1, 
1985. 

3.  The  grounds  typically  advanced  to  support 
denial  of  lifesaving  medical  treatment  or  food  and 
fluids  are  based  on  erroneous  judgments  concerning 
the  quality  of  life  of  a  person  with  a  disability  or  on 
social  judgments  that  such  a  person's  continued 
existence  will  impose  an  "unacceptablf/'  burden  on 
his  or  her  family  or  on  the  Nation  as  a  whole.  These 
judgments  are  often  grounded  in  misinformation, 
iaaccurate  stereotypes,  and  negative  attitudes  about 
people  with  disabilities. 

4.  Many  people,  including  members  of  the  medi- 
cal profession,  hold  negative  attitudes  about  life  with 
disability  that  affect  not  only  children  but  also  adults 
with  disabilities.  Moreover,  direct  testimony  w^*s 
provided  at  the  Commission  hearings  that  these 
attitudes  exist  and  that  discrimination  in  the  provi- 
sion of  lifesaving  and  other  medical  treatment  occurs 
with  respect  to  adults  with  disabilities  as  well  as  in 
cases  involving  infants  and  children.  Further  fact- 
finding is  needed  to  determine  the  extent  of  discrimi- 
natory denial  of  medically  indicated  treatment  in 
cases  involving  adults  with  disabilities. 

5.  There  is  evidence  that  in  many  instances  in 
which  lifesaving  treatment  is  denied  to  children  with 
disabilities,  t-ieir  parents  are  only  nominally  making 
the  decision  to  withhold  the  treatment.  In  practice 
the  doctors  are  often  the  prime  movers  in  denying 
the  treatment. 

6.  The  question  of  whether  children  with  disabil- 
ities should  be  denied  lifesaving  treatment  has 
frequently  been  couched  in  popular  debate  as 
though  the  issue  were  the  wisdom  of  government 
intrusion  into  matters  of  parental  discretion.  In-  act, 
however,  for  decades  the  universally  accepted  law 
has  been  that  when  parents  make  treatment  decisions 
that  will  undebatably  lead  to  the  dftath  of  their 
nondisabled  children,  the  state  will  intervene  to 
ensure  the  children's  survival  by  mandating  provi- 
sion of  lifesaving  medical  care.  It  is  only  when  the 
children  have  disabilities  that  the  claim  of  parental 
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autonomy  is  given  serious  sympathetic  consider- 
ation. Thus,  the  decisions  upholding  putative  paren- 
tal decisions  to  deny  lifesaving  treatment  to  their 
children  with  disabilities  are  rooted  less  in  a  respect 
for  parental  authority  than  in  a  bias  against  disabili- 
ty. 

/.  There  are  substantial  economic  costs  associ- 
ated with  some  foniTS  of  disability.  Many  costs, 
however,  are  !:jss  a  function  of  the  disability  or  the 
severity  of  the  disability  than  of  a  policy  that  tends 
to  segregate  and  isolate,  at  enormous  public  cost, 
those  persons  considered  most  severely  disabled 
without  even  considering  the  alternative  of  provid 
ing  social  and  economic  support  for  the  family.  The 
assumptions  influencing  denial  of  treatment  have 
often  been:  (1)  that  the  level  of  severity  of  disability 
is  the  major  determinant  of  lifetime  costs;  (2) 
consequently,  that  the  more  severely  disabled  a  child 
may  appear  to  be  at  birth  the  less  likely  it  is  that  the 
child  will  be  able  to  contribute  as  an  adult  to  his  or 
her  own  economic  sufficiency;  and  (3)  therefore,  the 
more  expensive  it  will  be  to  meet  that  person's  basic 
needs.  Although  these  assumptions  rest  on  major 
fallacies,  reliance  on  them  has  resulted  in  a  self- 
fulfilling  prophecy:  a  diagnosis  of  severe  disability  at 
birth  leads  to  placements  in  residential  and  nonwork 
environments  that  significantly  limit  that  person's 
capability  and  entail  far  more  expense  than  neces- 
sary. The  ultimate  irony  occurs  when  the  expense 
that  is  the  consequence  of  the  original  unfounded 
and  stereotypical  assumption  becomes  a  basis  for 
ending  the  lives  of  persons  with  severe,  or  what  are 
thought  to  be  severe,  disabilities  *jhortly  after  they 
are  bom. 

8,  The  record  developed  during  the  Commis- 
sion's two  hearings  and  continuing  investigation 
demonstrates  that  there  is  a  grave  danger  to  the 
constitutional  rights  of  newborn  children  in  cases  in 
which  food,  water,  and  necessary  medical  care  are 
denied  on  the  basis  of  disability  and  predictions 
concerning  future  quality  of  life.  The  principle  of 
equal  protection  of  the  law  is  offended  when 
disability  is  the  basis  of  a  nontreatment  decision. 
Procedural  protections  for  the  interests  of  both  child 
and  parents  are  often  absent  completely  or  are 
woefully  inadequate  to  the  task  of  sifting  the  facts. 

General  Recommendations 

1.  The  Commission  concludes  that  the  Congress 
and  the  President  should  address  the  very  real 
problems  faced  by  people  w^th  disabilities  and  their 
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families.  The  President  should  take  the  lead  in 
fostering  the  development  of  a  climate  of  social 
acceptance  of  persons  with  disabilities  and  their 
families  by  speaking  publicly  on  the  issue.  The 
President  should  instruct  the  White  House  Council 
on  Domestic  Policy  to  review  the  adequacy,  as  well 
as  the  coordination  and  development  of,  supportive 
services  intended  to  assist  such  families.  The  Presi- 
dent should  order  a  review  of  the  mechanisms 
designed  for  vigorous  enforcement  of  the  statutory 
rights  of  those  with  disabilities  to  accessible  and 
integrated  transportation,  housing,  education,  health 
care,  and  employment.  In  addition,  the  appropriate 
committees  of  the  Congress  should  schedule  hear- 
ings to  address  these  questions. 

2,  In  considering  legislation  designed  to  prevent 
discrimination  against  persons  with  disabilities. 
Congress  should  take  care  to  make  clear  that 
discriminatioi)  in  the  course  of  rendering  medical 
treatment  is  precluded. 

3.  There  is  a  need  for  factfinding  activities  by 
the  Congress,  the  State  legislatures,  and  Federal, 
State,  and  local  agencies  charged  with  the  enforce- 
ment of  civil  rights  laws  and  medical  standards,  to 
determme  the  extent  to  which  adults  with  disabilities 
are  subjected  to  discrimination  in  C:e  provision  of 
medical  care  and  treatment,  and  to  evaluate  what 
remedies  exist  or  are  needed  to  prevent  future 
discrimination  of  this  kind  from  taldng  place.  In 
particular,  the  new  Secretary  of  Health  and  Human 
Services  should  direct  the  Department  to  undertake 
such  a  study. 

Specific  Fliidings  Regarding  Support  for  Families 
with  DlsabUiti^s 

1.  The  period  surrounding  birth  is  a  time  of 
considerable  stress  and  emotion,  and  for  nondisabled 
parents  the  birth  of  a  child  with  a  disability  typically 
comes  as  a  great  shock.  While  beset  by  traumatic 
feelings  of  depression,  grief,  anger,  and  guilt,  many 
such  pfurents  today  have  inadequate  accurate  infor- 
mation with  v/hich  to  make  considered  evaluations 
concerning  the  nature  of  life  with  a  disability,  or  the 
consequences  for  a  iramily  that  includes  a  child  with 
a  disability. 

2.  One  of  the  principal  motivations  for  denial  of 
lifesaving  treatment  to  childzen  with  disabilities  is 
the  view  that  their  continued  existence  will  create 
too  great  a  burden  for  their  families.  There  is 
evidence  that  this  concern  has  led  to  concurrence  or 
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acquiescence  in  the  death  or  elimination  of  these 
children. 

Specific  Recommendations  Regarding  Support  for 
FamiUes  with  DisabiUties 

1.  Congress  should  anjend  the  Medicaid  Act  or 
other  appropriate  legislation  to  require  that  recipi- 
ents of  Federal  financial  (issistance  for  medical 
services  provide  specific  information  on  support  and 
resources  to  parents  of  newborn  children  with 
disabilities.  This  should  include  information  on 
adoption  zn^j  'vhen  necessary,  information  on  other 
supported  family  placement  with  resources  neces- 
sary to  care  for  the  child. 

2.  Congress  should  amend  the  Medicaid  Act  or 
other  appropriate  legislation  to  lower  the  adjusted 
gross  income  ceiling  that  a  family  must  spend  on 
disability-related  medical  expenses  before  the  family 
member  with  a  disability  becomes  medicaid  eligible. 

Specific  Findings  Regarding  Section  504  of  the 
Rehabilitation  Act  of  1973 

1.  The  hearings  and  research  conducted  by  the 
Commission,  and  the  fmdings  based  on  them,  espe- 
cially General  Fmding  5,  supply  a  factual  record 
that  was  absent  in  1986  when  the  United  States 
Supreme  Court  decided  Bowen  v.  American  Hospital 
Association,  striking  down  regulations  intended  to 
assist  enforcement  of  section  504  in  the  context  of 
discriminatory  denial  of  treatment  to  children  with 
disabilities. 

2.  A  central  problem  with  the  Bowen  plurality 
opinion  is  that  it  suggests  that  section  504  puts  no 
constraints  on  a  recipient  of  Federal  fmancial  assis- 
tance responsible  for  the  discriminatory  denial  of 
treatment  to  a  person  with  a  disability,  if  the  denial  is 
authorized  by  a  nonrecipient  such  as  a  parent  who, 
•as  a  surrogate  decisionmaker  for  a  child  with  a 
disability,  normally  has  the  legal  authority  to  pro- 
vide or  withhold  consent  for  the  child's  medical 
treatment. 

3.  The  Commission's  findings  suggest  that  par- 
ents who  authorize  denial  of  treatment  to  their 
children  with  disabilities  are  frequently  substantially 
influenced  in  that  decision  by  the  views  of  their 
children's'physicians  and  other  health  care  person- 
nel who  frequently  display  inadequate  awareness  of 
the  potential  of  these  children. 

4.  In  cases  in  which  decisions  nominally  made 
by  parents  to  deny  treatment  to  children  with 
disabilities  are  in  fact  generated  by  health  care 
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personnel,  health  care  providers  who  do  not  provide 
lifesaving  medical  treatment  to  children  with  disabil- 
ities tliat  would  be  provided  were  it  not  for  the 
disabilities  shouM  be  beld  to  violate  section  504 
despite  parental  acquiescence  in  the  treatsnent  deni- 
al. 

5.  The  logic  of  the  Bowen  plurality  opinion 
applies  equally  to  authorizations  for  denial  of  treat- 
ment by  other  nonrecipient  surrogate  decisionmak- 
ers, such  as  a  guardian  for  a  person  with  a  disability 
who  is  not  competent  to  make  health  care  decisions. 

6.  The  position  taken  by  the  plurality  thus  puts 
at  risk  not  only  children,  but  also  older  people  with 
disabilities.  In  the  view  of  the  Commission,  a 
recipient  of  Federal  financial  assistance  should  not 
be  able  to  escape  the  requirements  of  section  504 
simply  by  persuading  or  encouraging  a  nonrecipient 
to  authorize  what,  but  for  the  nonrecipient's  in- 
volvement, would  be  prohibited  discrimination.  A 
recipient's  substantial  involvement  in  a  nonreci- 
pient's  discriminatory  practices  should  be  held  to 
violate  section  504. 

7.  The  Commission's  reading  of  the  legislative 
history  and  plain  meaning  of  section  504  of  the 
Rehabilitation  Act  of  1973  persuade  it  that  the 
provision  does  cover  discriminatory  denial  of  medi- 
cal treatment  to  people  witn  disabilities. 

8.  The  Commission  concludes  that  passage  of 
the  Civil  Rights  Restoration  Act  establishes  that  a 
hospital's  practice  of  reporting  to  State  agencies 
instances  in  which  parents  withhold  consent  for 
provision  of  lifesaving  treatment  to  their  children 
covered  by  section  504.  The  act  defines  section  504  s 
coverage  to  include  "all  of  the  operations  of.  .  .an 
entire  corporation,  partnership,  or  o^her  private 
organization.  .  .which  is  principally  engaged  m  the 
business  of  providing.  .  .health  care.  .  .  ."  If  a 
hospital  engages  in  reporting  cases  of  medical 
neglect  to  the  Sti^te  child  protective  services  agency, 
that  practice  of  reporting  is  among  the  operations  of 
a  corporation  that  principally  provides  health  care. 
Therefore,  if  any  part  of  the  hospital  receives 
medicaid  or  medicare,  discrimination  in  reporting 
based  on  handicap  (such  as  a  practice  of  reporting 
iiisUnces  in  which  religiously  motivated  parents 
refuse  consent  for  lifesaving  treatment  for  nondisa- 
bled  children  to  the  authorities,  but  failing  to  report 
instances  in  which  parents  refuse  consent  for  lifesav- 
ing treatment  for  children  with  disabilities)  violates 
section  504. 
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9*  During  the  period  in  which  enforcement  of 
vxection  504.in  this  context  was  not  yet  eryoined,  the 
performSirCe  of  the  Office  for  Civil  Rights  of  the 
Department  of  Health  and  Human^  Services  in 
implementing  it  was  poor.  Confronted  with  substan- 
tial evidence  of  signiflcant  and  ongoing  denial  of 
lifesaving  treatment  to  children  with  disabilities, 
evidence  that  suggested  an  ongoing  threat  to  lives  in 
two  Stales,  the  responsible  Federal  agency  failed  to 
act  with  the  vigor  and  dispatch  incumbent  on  it  in 
light  of  the  circumstances,  its  legal  responsibilities, 
and  its  publicly  stated  position. 

Specific  Recommendations  Regarding  Section  504 
of  the  Rehabilitation  Act  of  1973 

1.  In  light  of  the  record  developed  by  this 
Commission,  and  in  light  of  the  advantages  of 
section  504  for  addressing  denials  of  trcatnrtnt,  the 
Commission  recommends  that  the  Executive  branch 
give  careful  consideration  to  resuming  investigation 
of  allegations  that  children  with  disabilities  are 
discriminatorily  denied  medical  treatment  based  on 
handicap  and  initiate  enforcement  of  sc  tion  504  in 
cases  in  wluch  the  allegations  are  found  to  be 
justified. 

2.  Congress  should  amend  the  Child  Abuse 
Prevention  and  Treatment  Act  or  other  appropriate 
legislation  to  make  clear  that  withholding  of  medi- 
cally indicated  treatment,  as  deflned  in  the  Child 
Abuse  Amendments  of  1984,  constitutes  denial  of 
the  benefits  of  health  care  services  for  purposes  of 
Title  VI  and  section  504. 

Sj^eciflc  Findings  Regarding  the  Child  Abuse 
Amendments  of  1984 

1.  The  Child  Abuse  Amendments  of  1984,  the 
product  of  considerable  debate  and  negotiation,  set 
out  a  detailed  and,  for  the  most  part,  unambigm  is 
but  nuanced  standard  of  care  which  States  that 
receive  Federal  funds  for  their  child  abuse  and 
neglect  programs  must  enforce  among  health  care 
facilities.  If  adequately  enforced,  the  law  would 
provide  strong  protection  for  many  children  with 
disabilities  against  denial  of  lifesaving  treatment. 

2.  Parents  engaged  in  life  and  death  decisions  for 
their  children  are  heavily  dependent  on  the  good 
faith  of,  and  accurate  information  provicled  by,  those 
advising  them.  Because  advisors  may  be  ignorant  or 
prejudiced  about  persons  with  disabilities,  there  is  a 
need  for  the  establishment  of  a  broadly  based 
advit'  ry  provcs^jjthat  includes  members  of  the  local 


protection  and  advocacy  system  (P&As)  and  others 
with  expertise  in  disability  and  rehabilitation.  Estab- 
lishment of  a  structu  care  review  process  or 
committee  will  ensure  that  the  decision  made  is  in 
compliance  with  the  standards  set  forth  in  the  Child 
Abuse  Amendments,  provided  that  any  participant 
in  the  advisory  process  who  is  concerned  with  the 
well-being  of  the  child  has  standing  to  invoke  the 
remedies  that  are  otherwise  available  under  State 
law  and  the  Child  Abuse  Amendments  for  dealing 
with  child  neglect. 

3.  Many  State  child  protective  services  agencies 
rely  heavily  upon  members  of  the  medical  profession 
for  information  and  assistance  concerning  cases  of 
parental  child  abuse.  This  close  working  relationship 
has  also  led  to  heavy  reliance  by  many  State  child 
protective  services  agencies  on  the  very  medical 
care  facilities  and  personnel  whose  actions,  advice, 
or  neglect  are  at  issue  in  cases  of  suspected  medical 
care  discrimination.  Taken  together,  such  close 
working  relationships  among  State  child  protective 
services  agencies  and  members  of  the  medical 
profession  has  resulted  in  t^  substantial  failure  of 
many  such  agencies  lo  en»^  effectively  the  Child 
Abuse  Amendments  of  1984. 

4.  It  is  questionable  whether  most  hospival-based 
ethics  or  infant  care  review  committees  are  con- 
structed in  a  manner  that  makes  them  likely  to 
conduct  searching  scrutiny  of  proposed  denials  of 
treatment.  They  represent  an  approach  that  relies 
essentially  upon  the  internal  self-regulation  of  the 
health  care  community.  Few  committees  include 
representatives  of  dbaoilUy  rights  groups;  the  major- 
ity convene  only  to  deal  with  disagreements,  rather 
than  attempting  to  scrutinize  most  denial  of  treat- 
ment decisions  to  see  whether  they  comply  with  the 
law.  Instead  of  strictly  applying  the  Child  Abuse 
Amendment  standards,  many  appear  in  practice  to 
use  more  ambiguous  criteria  that  include  consider- 
ation of  the  projected  ^'quality  of  life"  of  the  child 
with  a  disability.  Taking  note  of  the  great  propensity 
by  many  in  the  medical  profession  to  disagree  with 
the  treatment  standards  in  tA£  Child  Abuse  Amend- 
ments and  of  the  available  evidence  concerning  the 
functioning  to  date  of  hospital-based  ethics  or  infant 
care  review  committees,  the  Commission  is  persuad- 
ed that  they  cannot  be  relied  upon  alone  to  ensure 
that  children  with  disabilities  are  accorded  the 
lifesaving  treatment  that  is  their  right  by  law. 

5.  The  Commission  is  dismayed  at  the  poor 
performance  of  the  Office  of  Human  Development 
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Services  of  the  Depanment  of  Health  and  Human 
Services  in  fulfilling  its  responsibility  to  ensure  that 
State  child  protective  services  agencies  receiving 
funds  under  the  Child  Abuse  Prevention  and  Treat- 
ment Act  comply  with  the  Child  Abuse  Amend- 
ments of  1984  so  as  to  protect  children  with 
disabilities  from  illegal  discrimination  in  the  provi- 
sion of  medical  care.  That  performance  requires 
substantial  improvement.  Although  the  Commission 
is  encouraged  by  steps  the  Office  of  Human  Devel- 
o/>ment  Services  now  states  it  will  take  in  response 
tci  this  report,  it  is  too  soon  to  determine  whether 
they  will  result  in  the  very  significant  increase  in 
scru^y  of  the  perfi.iTnance  of  recipient  State 
agencies  that  is  essential  if  the  Department  is 
effectively  to  fulfill  its  responsibilities  under  the  law. 

Specific  Recommendations  Regarding  the  Child 
Abuse  Amendments  of  1984 

1.  Because  funds  available  under  the  Child 
Abuse  Prevention  and  Treatment  Act  arc  apparently 
not  sufficient  to  induce  all  jurisdictions  to  comply 
with  the  Child  Abuse  Amendments  in  order  to 
^qualify  for  them,  compliance  with  the  Child  Abuse 
Amendments  should  be  made  an  additional  require- 
ment for  State  eligibility  for  participation  in  medi- 
caid, so  that  the  protections  they  afford  will  be  made 
available  to  all  children  with  disabilities  in  the 
United  States. 

2.  Congress  should  amend  the  Child  Abuse 
Prevention  and  Treatment  Act  or  other  appropriate 
legislation  to  establish  a  mechanism  to  improve 
reporting  of  cases  of  suspected  withholding  of 
medically  indicated  treatment  by  reqmring  that  any 
hospital  that  uses  a  committee  to  review  a  prospec- 
tive instance  of  withholding  of  treatment  from  a 
person  with  a  disability  is  required  to  notify  the 
State  orotection  and  advocacy  (P&A)  agency  of 
mcetmgs  held  to  discuss  the  case.  The  P&A  agency 
should  then  be  afforded  the  opportunity  to  examine 
the  medical  records  and  discuss  the  situation  with 
physicians,  relatives,  and  the  committee.  It  should 
have  authority  to  obtkln  a  court  order  for  an 
independent  medical  examination,  and  if  it  concludes 
that  medically  indicated  treatment  would  otherwise 
be  withheld  Illegally,  it  should  have  the  standing  to 
institute  a  court  proceeding  to  require  that  it  be 
provided. 

3.  Hospitals  without  a  specialized  advisory  pro- 
cess for  dealing  with  the  special  needs  of  parents  for 
information  on  disability  and  rehabilitation  should  be 
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required  to  establish  a  process  in  accordance  with 
the  provisions  of  the  Child  Abuse  Amendments  and 
the  recommendation  maae  above. 

4.  Representative  of  the  local  protection  and 
advocacy  system  should  be  included  in  the  advisory 
process,  both  as  advocates  for  iSe  child's  interests 
and  as  a  resource  for  the  information  of  the  parents. 

5.  Congress  should  amend  section  504  and  the 
Child  Abuse  Amendments  to  require  the  establish- 
ment of  such  a  care  review  process  or  committee 
within  treatment  facilities  across  the  country. 

6.  Should  any  participant  in  a  care  revie  w 
advisory  process  not  be  satisfied  that  the  outcome  of 
the  process  is  in  compliance  with  the  standards  set 
forth  in  the  Child  Abuse  Amendments,  that  person 
should  hav^  standing  to  invoke  such  remedies, 
judicial  or  otherwise,  that  are  available  under  State 
law  for  dealing  with  child  neglect. 

7.  When  a  State  child  protective  services  agency 
(CPS)  receives  a  report  of  suspected  wi^Iiholding  of 
medically  indicated  treatment  undet  the  Child 
Abuse  Amendments,  it  should  be  requu-ed  promptly 
to  notify  the  State  P&A  agency  and  to  provide  it 
access  to  the  records  obtained  and  information 
developed  by  the  CPS  agency.  As  a  representative 
of  the  interests  of  the  child,  the  P&A  agency  should 
have  independent  authority,  similar  to  that  now  held 
by  the  CPS  agency,  to  obtain  medical  records,  to 
obtain  a  court  order  for  an  independent  medical 
examination,  to  appear  on  behalf  of  the  child  in  any 
court  proceeding  to  authorize  medical  treatment 
initiated  by  the  CPS  agency.  The  P&A  agency 
should  also  have  independent  standing  to  initiate  a 
court  proceeding  to  authorize  medical  treatment  for 
the  child. 

8.  To  create  a  deterrent  to  physicians  who  not 
only  might  fail  to  report  a  case  of  withholding  to  the 
State  CPS  agency  but  also  might  not  submit  it  to  a 
hospital  commhtee,  the  P&A  agency  should  be 
given  authority  to  conduct  retrospective  reviews  of 
the  medical  records  of  those  with  disabilities  who 
die  in  the  State.  If  instances  of  illegal  withholding  of 
medical  treatment  are  detected,  the  P&A  agency 
should  be  able  to  seek  appropriate  action  by  licens- 
ing boards  or  Federal  funding  sources  and;  in 
extreme  cases,  to  institute  suits  for  injunctive  or 
monetary  rel;>f  or  refer  cases  for  investigation  by 
prosecuting  attorneys. 

9.  Congress  should  afford  P&A  agencies  appro- 
priate financial  and  backup  assistance  to  enable  them 
to  fiilfill  these  roles  capably. 
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10.  Tb^iOfficc  of  Human  Developmr  X  Scndcts 
in  the  Dq)ftrtment  of  Health  and  Human  Services 
thooid^  takecconective  measures  to  ensure  more 
rigorous  scrutiny  of  State  submitted  for  5und* 
ing  under  the  Child  Abuse  I^eventiou  and  Treat- 


ment Act  to  remedy  the  current  widespread  failure 
of  State  child  protective  services  agencies  to  comply 
with  the  requirements  of  the  Child  Abuse  Amend- 
ments of  1984. 
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Fundamental  Rights:  An  Introduction  to 
Medical  Discrimination  Against  People  with 
DisabiUties 


-  The  Chairman  opened  the  first  hearing  the  United 
Sta^  Commission  on  Civil  Righto  held  on  the 
subject  matter  of  this  report  by  setting  forth  the 
Conmiission's  aim: 

The  purpose  of  this  hearing  is  to  attempt  to  determine  the 
nature,  and  extent  of  the  practice  of  withholding  medical 
treatment  or  nourishment  from  handicapped  infants  anU  to 
examine  the  appropriate  role  for  the  F^erai  Government 

Section  504  of  the  Re^biliution  Act  of  1973,  as 
amended,  prohibits  discrimmation  against  qualified  handi- 
capped.individuals  under  any  program  or  activity  receiv- 
ing Federal  financial  assistance.  In  the  spring  of  1982, 
reports  of  the  death  of  a  Bloomington,  Indiana,  infant  with 
Down's  syndrome,  from  whom  avidlable  surgical  treat- 
ment to  correct  a  detached  esophagus  was  withheld, 
prompted  widespread  attention  on  the  medical  treatment 
of  handicapped  newborns.  Following  the  Indiana  incident, 
the  Department  of  Health  and  Human  Services  [HHS] 
issued  a  notice  to  recipient  hospljds  reminding  them.bf  the 
applicability  of  section  504  to  the  treatment  of  handi- 
capped infants.  HHS  then  issued  -interim  and  proposed 
niies  governing  nondiscrimination  in  the  treatment  of 
these  newborns,  both  of  which  were  challenged  in  courts 
and  struck  down. 

Last  fall  Con£press  passed  the  Child  Abuse  Amendments 
of  1984,  requiring  States  seeking  child  protection  funds 
from  the  Federal  Government  to  take  certaio  steps  to 
protect  handici4>ped  newborns.  HHS  has  issued  rules  and 
model  guidelines  under  that  statute  which  have  been  made 
final  and  will  become  effective  in  October  of  this  year. 

The  primary  focus  of  this  hearing  is  the  role  th^  Federal 
Government  should  play.  .  . 

^  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  cn  Civi!  Rights  1-2  (1985)  (vol.  T)  (statement  of 
Clarence  M.  Pendlet<m,  Jr.,  Chairman,  U.S.  Commission  on  Civil 
Rights). 
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One  year  later,  the  Commission  held  a  second 
hearing  to  receive  testimony  concerning  the  Su- 
preme Court's  decision  in  Bowen  v.  Amencan  Hosph 
tal  AssociatioTtt^  which  invalidated  regulations  issued 
by  HHS  to  implement  section  504,  and  to  examine 
the  manner  in  which  the  regulations  promulgated 
under  the  Child  Abuse  Amendments  had  been 
implemented  in  the  period  since  the  first  hearing. 

Underlying  both  sets  of  hearings,  and  thus  this 
report,  is  concern  about  the  appropriate  role  of  the 
Federal  Government  in  safeguarding  the  rights  of 
children  Nvith  disabilities  under  both  section  504  and 
the  Child  Abuse  Amendments  of  1984  to  be  free  of 
discrimination  in  the  provision  of  lifesaving  medical 
treatment  Three  years  have  passed  since  the  regula- 
tions implementing  the  Child  Abuse  Amendments 
took  effect,  and  two  and  a  half  years  have  passed 
since  the  section  504  regulations  were  rendered 
unenforceable  by  Bowetu  Thus,  in  evaluating  the 
performance  of  tiie  Federal  Government  in  address- 
ing the  statutory  rights  of  children  with  disabilities 
to  lifesaving  medical  treatment,  this  report  raises  the 
question  whether  modifications  to  current  laws  and 
practices  are  desirable. 

Included  in  the  Commission's  mandate  is  the 
responsibility  to  appraise  the  laws  and  policies  of  the 
Federal  Government  and  to  e;iamine  legal  develop- 
ments with  respect  to  discrimination  or  denials  of 
equal  protection  of  the  laws  under  the  Constitution 
because  of  handicap.'  This  report  focuses  solely  on 

*  476  U.S.  610  (1986). 

*  42  U.S.CA.  §  1975c  (West  Supp.  1988). 
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questions  of  discrimination.  It  addresses  medical 
services  that  are  already  provided  or  required  to  be 
provided  to  nondisabled  individuals  but  that  are 
withheld  from  individuals  with  disabilities  precisely 
because  of  the  disabilities.*  It  is  neither  the  province 
nor  the  purpose  of  the  Commission  to  oversee, 
evaluate,  or  question  the  exercise  of  legitimate 
medical  juf^ent  that  is  inherent  in  decisionmaking 
concerning  medical  treatment  The  Commission 
emphatically  disclaims  any  competence  or  intention 
to  judge  whether  particular  medical  treatments  are 
more  efficacious  than  others  or  at  what  times  a 
medical  treatment  is  effective  or  futile.  Such  judg- 
ments in  individual  cases  may  be  correct  or  they 
may  be  mistaken.  They  may  raise  questions  appro- 
priate for  examination  through  peer  review,  licens- 
ing boards,  or  malpractice  cases;  but  they  do  not 
entail  civil  rights  issues. 

A  civil  rights  issue  appropriate  for  examination  by 
this  Commission  arises  in  the  context  of  medical 
treatment  decisionmaking  only  when  such  decision- 
making is  influenced  by  factors  extraneous  to  the 
science  and  art  of  medicine:  when  color,  race,  age, 
handicap,  or  national  origin  lead  to  a  di^  erence  in 
treatment  despite  being  irrelevant  to  the  bona  fide 
medical  judgment*  If  kidney  dialysis,  for  example, 
is  withheld  from  someone  because  it  is  medically 
contraindicated,  such  a  judgment  is  outside  the 

*  Preexistiog  cliOd  abuse  and  neglect  laws  throughout  the  States 
create  the  obligatiea  to  provide  children  lifesaving  medical 
treatment  See  chap.  5.  The  statutory  or  constitutional  rights  of 
cHIdren  with  disabilities  to  receive  equal  treatment  are  found  in 
section  504  of  the  Rehabilitation  Act  of  1973  (2V  U.S-CA.  §794 
(Wert  1985)),  the  Child  Abuse  Amendments  of  1984  (42  U.S.CA. 
U5101-03  (West  Supp.  1988),  and  the  due  process  and  equal 
protection  clauses  of  the  I4th  amendment  (U.S.  Const  amend  14 
§  I).  Section  504,  considerec?  in  chsip.  6,  is  cxpliciUy  an  antidiscri- 
mination statute  ^ven  a  preexisting  program  or  activity  receiv- 
ing Federal  Hnancial  assistance,  handicap  cannot  be  the  sole  basis 
for  someone's  being  excluded  from  the  program,  denied  benefits 
under  the  program,  or  otherwise  subjected  to  discrimination  in 
the  program.  While  the  Child  Abuse  Amendments  of  1984, 
coQsiisred  in  chap.  7,  define  an  explicit  standard  of  medical  care 
for  children  with  disabilities,  they  do  so  in  the  context  of  a  system 
that  has  been  universaUy  applied  to  require  similar  care  for 
children  without  disabilities.  The  equal  protection  clause,  consid- 
ered in  chap.  S,  creates  a  nondiscrimination  standard  applicable 
when  a  stale  actor  that  provides  medical  care  or  legal  protection 
to  those  without  disabilities  unwarrantably  denies  it  to  those  with 
disabilities  precisely  because  of  the  disabilities.  The  constitutional 
procedural  due  process  rights  also  considered  in  chap.  8  presup- 
pose an  existing  substantive  benefit  which  they  ensiure  may  not  be 
denied  by  processes  that  faO  to  meet  standards  of  fundamental 
fairness. 

»  "A  judgment  not  to  perform  certain  surgery  because  a  person 
is  black  'a  not  a  bona  fide  medical  judgment  So  too,  a  decision  not 
to  correct  a  life  threatening  digestive  problem  because  an  infant 


ERLC 


scope  of  the  Commission's  purview.  But  if  medically 
indicated  kidney  dialysis  is  withheld  from  a  person 
with  a  disability  precisely  because  of  the  disability 
(and  the  disability  itself  does  not  make  provision  of 
the  dialysis  ineffective  or  dangerous),  ^at  reuses  a 
civil  rights  issue  suitable  for  consideration  by  the 
Conmiission. 

A  number  of  well-publicized  cases  has  raised 
concern  that  discrimination  based  on  disability  may 
be  occurring  in  the  provision  of  health  services.* 
Reports  of  such  cases  convinced  the  Commission  to 
undertake  consideration  of  the  laws  that  do  and 
should  govern,  of  the  prevalence  and  context  of 
discriminatory  practices,  of  the  effectiveness  of  past 
and  present  Federal  Government  activity  in  this 
f5eld,*and  of  options  for  future  Federal  Government 
policies. 

Oklahoma  Case 

Denial  of  treatment  practices  at  Children's  Hospi- 
tal of  Oklahoma^  is  currently  the  subject  of  a 
lawsuit  brought  by  the  American  Civil  Liberties 
Union  and  the  National  Legal  Center  for  the 
Medically  Dependent  and  Disabled  on  behalf  of 
Carlton  Johnson.*  The  black  child  of  a  "v  elfare 
mother/'  he  was  allegedly  left  to  die  by  hospital  staff 
at  a  "children's  shelter**  after  he  was  born  with  spina 
bifida.* 

has  Down's  Syndrome  is  not  a  bona  fide  medjcal  judgment" 
United  Stales  v.  Univ.  Hosp.,  State  Univ.  of  New  York  at  Stony 
Brook,  729  F.2d  144.  162  (2d  Cir.  198^^  (Winter.  J.,  dissenting). 
'  Some  of  these  cases  also  raise  the  concern  that,  within  the  class 
of  people  with  disabilities,  discrimination  may  also  be  occurring 
based  on  economic  status  or  social  class.  Frank  Bowe.  director  of 
the  American  Coalition  of  Citizens  with  Disabilities,  testified: 
"[I]t  has  been  shovm  again  and  again.  .  .that  persons  who  are 
disabled  who  are  members  of  minority  groups  are  denied  an 
education  or  are  denied  medical  care  or  denied  any  kind  of 
opportunity  to  get  vocational  training."  U.S.  Commission  on 
Civil  Rights,  Ovil  Rights  Issues  of  Handicapped  Americans: 
Public  Policy  Implications  39  (1980)  at  28-29. 
'  At  the  time  of  the  alleged  events  that  are  the  suoject  of  the 
lawsuit,  the  hospital  was  named  Oklahoma  Children's  Memorial 
Hospital. 

»  Paulus,  Suit  Filed  in  Oklahoma  Alleging  Twenty-Four  Infants 
Died  After  Being  Denied  Beneficial  Medical  Treatment,  1  Issues  in 
L.  &  Med.  321.  324-25  (198Q.  Amended  Complaint,  para.  78.  at 

13.  Johnson  v.  Gross,  No.  CIV-85-2434-A  (W.D.  Ok.  filed  July 

14.  1987). 

*  Spina  bifida,  also  known  as  myelomeningocele  or  memngomye- 
locele,  is  a  congenital  disability  consisting  of  a  gap  or  unp roper 
opening  through  the  vertebrae  of  the  spinal  column.  It  results 
from  a  faOure  of  the  developing  spinal  cord  to  roll  into  a 
completely  tubular  structure  during  the  early  stages  of  pregnan- 
cy. Spina  bifida  manifesta.  also  called  spina  bifida  aperta.  results 
when  the  spinal  cord  or  some  of  the  nerve  tissue  lining 
suaounding  the  cord  extend  through  the  opening  m  the  vertc- 

19 


2S 


Carlton  Johnson  was  evaluated  by  a  medical  team 
using  a  procedure  under  which,  as  described  in  an 
earlier  medical  journal  article,  24  out  of  69  babies 
analyzed  were  denied  surgery  and  died."  Infants 
bom  with  spina  bifida  were  evaluated  by  a  "myelo- 
meningocele team"  shortly  after  birth.  In  this  evalu- 
ation, the  team  members  wrote,  they  were  "influ- 
enced" by  a  quality  of  life  formula:  QL  =  NE  X 
(H+S).  In  this  formula: 

QT^  is  quality  of  life,  NE  represents  the  patient's  natural 
cnJowmcnt,  both  physical  and  intellectual,  H  is  the 
contribution  from  home  and  family,  and  S  is  the  contribu- 
tion from  society." 

Based  on  the  assessment,  the  team  recommended  to 
the  parents  that  the  infant  be  given  either  vigorous 
or  supportive  care.  Vigorous  care  involved,  at  a 
minimum,  closing  the  spinal  lesion.  Supportive  care, 
by  contrast,  consisted  of  a  "regular  follow- 
up.  .  .until  death  or  until  a  decision  to  treat  the 
child  more  aggressively  is  made.""  The  team 
members  acknowledged  that  "treatment  for  babies 
with  identical  [degrees  of  mental  and  physical 


brae.  The  protruding  tissues  often  fonn  a  fluid-filled  sac  on  Uie 
infant's  back.  In  96  percent  of  the  cases  of  spina  bifida  manifesta, 
the  spinal  cord  itself  protrudes  through  the  gap  in  the  venebrae. 
Spina  bifida  involves  various  degrees  of  (1)  muscle  weakness  and 
paralysis  below  the  opening*;  (2)  sensory  loss  below  the  9pening; 
(3)  hydrocephalus  [see  note  14,  //(/>»]  in  about  70  percent  of  the 
cases;  and  (4)  bowel  and  bladder  incontinence.  H.  Swinyard,  The 
Child  wth  Spina  Bifida  5  (1980). 

According  to  Dr.  David  McLone,  head  of  Pediatric  Neurosur- 
gery at  Chicago  Children's  Memorial  Hospital,  "Spina  bifida  has 
been  referred  to  as  the  most  complex  disease  which  is  compatible 
with  survival."  Protection  of  Handicapped  Newborns:  Hearing 
Before  the  United  States  Commission  on  Civil  Rights  6  (vol.  I) 
(1985).  At  least  6,000  children  arc  bom  with  spina  bifida  each 
year  in  the  United  States.  Id 

Dr.  McLone  testifed  concerning  the  typical  technical  context  of 

treatment  decisions  concerning  spina  bifida: 

The  problem  arises  that  if  they  are  not  operated  on  within 
a  few  days  of  life,  they  will  acquire  a  potentially  lethal 
infection,  and  if  they  are  Icfl  unoperated  on,  approximately 
half  of  the  children,  in  most  studies,  will  die.  If  their  back  is 
repaired  and  closed,  then  aboat  90  percent  of  the  children 
will  go  on  to  develop  rapidly  progressive  hydrocephalus  and 
require  a  second  operation  to  install  a  shunt,  a  sniall  tube  to 
drain  the  fluid  from  their  bram  into  another  brum  cavity. 

Id  at  6.  See  note  14  infra  for  a  discussion  of  hydrocephalus. 

»  Gross,  Cox,  Tatyrek,  PoUay,  &  Barnes,  Early  Management  and 

Decision  Making  for  Treatment  of  Myelomeningocele,  72  Pediatrics 

450  (1983). 

"  Id  at  452. 

«  Id  at  454. 

»  Id  at  456. 

"  Paulus,  supra  note  8,  at  324.  Sherwood,  Who  Lives,  Who 
DiesT^Part  h  Cable  News  Network  Documentary  (Feb.  21, 
1984). 
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disability]  could  be  quite  different,  depending  on  the 
contribution  from  home  and  society."" 

In  the  case  of  Carlton  Johnson,  the  medical  record 
stated: 

"neurosurgery  [was]  not  enthusiastic  about  shunting  the 
child  and  closing  the  defect."  The  medical  records  stated 
that  information  was  given  to  Sharon  Johnson,  h^  mother, 
and  that  she  would  make  the  final  decbion  between 
treatment  and  nontreatment  Ms.  Johnson,  however,  said 
that  "the  only  thing  they  told  me  was  about  a  shuni  and 
this,  you  know,  after  they  told  me  abou.  six  months,  that 
he  would  live  six  months  without  it,  and  then  with  it,  a 
year,  and  I  just  figured,  what's  the  sense  in— he  already 
suffers,  so  why  should  he  suffer  anymore?"" 

Carlton  was  accordingly  sent  to  a  children's 
shelter,  where  he  developed  severe  respiratory 
distress,  periods  of  cessation  of  breathing,  an  ear 
infection,  and  dehydration.  When  he  was  returned  to 
Children's  Hospital  of  Oklahoma: 

Physician's  orders  stated  that  there  were  to  be  no  laborato- 
ry tests  to  monitor  his  condition,  no  intravenous  fluids  to 
correct  the  dehydration,  and  no  antibiotics  for  the  ear 
infection.  If  Carlton  were  to  suffer  a  cardiopulmonary 

Hydrocephalus — which  can  occur  in  combination  with  spina 
biiida  or  independently-is  an  abnormal  accumulation  of  fluid  in 
the  ventricles  (cavities)  of  the  brain.  It  results  from  an  imbalance 
between  production  and  absorption  of  cerebrospinal  fluid  that 
flows  through  the  brain  and  spinal  cord.  Normally  the  fluid  is 
produced  by  cells  in  the  ventricles,  passes  to  the  outer  surface  of 
the  brain  and  to  the  spinal  cord,  and  is  eventually  absorbed  into 
the  bloodstream.  When  the  pathways  for  cerebrospinal  fluid  flow 
are  obstructed  or  incomplete,  production  exceeds  absorption  and 
the  fluid  pressure  can  build  up.  Increased  fluid  pressure  in  the 
brain  can  cause  enlargement  of  the  head,  compression  of  the 
brain,  prominence  of  the  forehead,  mental  deterioration,  and 
convulsions.  The  compresdon  of  the  brain  can  be  so  severe  that 
an  X-ray  will  show  only  a  thin  ribbon  of  brain  tissue  pressed  up 
against  the  inside  of  the  skull.  Swinyard,  supra  note  9,  at  18. 
Hydrocephalus  without  spina  bifida  has  a  mortality  rate  of  50  to 
60  percent  if  untreated.  March  of  Dimes  Birth  Defects  Founda- 
tion, Incidence  of  Selected  Birth  Defects  2  (1984). 
Shunting  is  the  primary  treatment  for  hydrocephalus^  It  consists 
of  the  implantation  of  a  flexible  tube  (the  shunt)  into  a  ventricle  ot 
the  brain  to  permit  drainage  of  the  exceos  fluid.  The  tube  is  passed 
through  a  small  opening  in  the  skull  and  then  underneath  the  skin 
from  the  head  to  some  other  part  cf  the  body.  The  drainage  end 
of  the  tube  may  be  placed  in  the  heart  area,  in  the  abdomen,  or  in 
some  other  body  'Xmpartment  The  most  common  shunting 
procedure  links  tht.  ventricle  to  the  abdomen;  it  is  refer4'ed  to  as  a 
ventriculo-peritoneal  shunt 

The  shunt  contains  a  one-way  valve  to  prevent  a  revfml  of  flow. 
A  properly  operating  shunt  is  highly  successful  m  channeling 
away  excess  cerebrospinal  fluid  and  preventing  Uie  buildup  of 
pressure  in  the  head.  The  recovery  of  brain  shape  and  size  can  be 
quite  dramatic:  within  2  weeks  of  installation,  special  X*rays  may 
sJio>y  the  brain  to  have  returned  to  a  nearly  normal  shape. 
Swinyard,  supra  note  9,  at  17-18. 
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arrest,  he  was  not  to  be  put  on  a  respirator  and  no  drugs 
were  to  be  used." 

Nevertheless,  Carlton  managed  to  survive.  Eventu- 
ally,  after  a  television  investigation  into  denial  of 
treatment  at  the  hospital  and  children's  shelter,  he 
was  given  the  lifesaving  surgery  he  had  been  denied. 

Bloomington^  Indiana^  Iiifant  Doe  Case 

Probably  more  than  any  other  single  event,  the 
Infant  Doe  case  focused  the  attention. of  the  Nation 
on  deni^  of  treatment  to  children  bom  with  disabili- 
ties. For  one  dramatic  week  in  the  spring  of  1982,  as 
the  public  followed  the  increasingly  desperate  ef- 
forts of  the  potential  adoptive  parents  and  the  child's 
guardian  ad  litem  to  save  his  life,  national  newspa- 
pers wrote  of  the  legai,  ethical^  and  social  ramifica- 
tions of  the  withholding  of  lifesavmg  surgery,  food, 
and  water  from  a  Bloomington^  Indiana,  baby.*® 

The.  child  was  bom  on  April  9,  1982,  with  a 
tracheoesophageal  fistula.*^  The  most  significant 
aspect  of  the  condition  is  that  the  child  cannot  take 
nourishment  normally.  Left  without  surgery,  a  child 
will  die.  This  condition,  clearly  life  threatening,  may 
be  conected  by  an  operation  that,  perfo:med  early, 
has  better  than  a  90  percent  chance  of  .*:access.**  But 
Infant  Doe  differed  from  other  children  with  a 

"  Paulus,  supra  note  8,  at-  325. 

"  See,  dg.,  McCormick  &  Tribe,  Infant  Doe:  Where  To  Draw  the 
Line,  Washington  Post,  July  27,  1982,  at  A15;  **Prime**  Death, 
New  York  Times,  Apr.  27,  1982,  at  A22;  Will,  The  Killing  Will 
Not  Stop,  Washington  Post,  Apr.  22,  1982,  at  A29. 
"  In  about  1  of  every  3,000  to  4,500  live  births,  the  esophagus  is 
incomplete,  and  the  upper  part  of  the  esophagus  is  not  connected 
to  the  lower  part.  This  condition  is  called  esophageal  atresia.  In 
about  three-fouths  of  cases  of  such  atresias,  the  incomplete 
esophagus  (the  >abe  connecting  the  mouth  with  the  stomach)  is 
linked  to  the  tnu:hea  (windpipe).  This  latter  condition  is  referred 
to  as  a  tracheoesophageal  fistula.  Nelson,  Textbook  of  Pediatrics 
1041  (1979).  1i  occurs  in  about  1  of  5,000  births.  March  of  Dimes, 
supra  note  14,  at  3. 

Atresia  of  the  esophagus  prevents  food  or  liquids  from  getting  to 
the  child's  stomach.  A  tracheoesophageal  Hstula  can  cause  the 
aspiration  of  stomach  juices  if  the  lower  part  of  the  esophagus  is 
joined  to  the  trachea,  and  aspiration  of  food  and  liquids  taken  by 
mouth  if  the  upper  part  of  the  esophagus  is  connected  to  the 
trachea.  These  conditions  are  somewhat  more  common  in  babies 
with  Down  syndrome  than  in  other  children.  Each  is  lethal  if 
untreated,  and  they  are  both  considered  surgical  emergencies. 
Nelson,  supra^  at  1041. 

"  Bannon,  The  Case  of  the  Bloomington  Baby,  Hum.  Life  Rev., 
Fall  1982,  at  63,  67. 

"  Down  syndrome  is  characterized  by  the  presence  of  three 
instead  of  the  normal  two  of  tlie  human  chromosomes  designated 
as  number  21.  Consequently,  Down  syndrome  is  also  called 
Tri$omy*21.  It  is  characterized  by  a  sinall  flattened  skull,  flat 
nose,  unusud  slanting  of  the  eyes,  a  protruding,  furrowed  tongue, 
a  short,  thick  neck,  short  broad  hands  with  small  fingers  that 


tracheoesophageal  fistula  because  he  also  had  Down 
syndrome,  a  congenital  disability  usually  producing 
some  degree  of  mental  retardation." 

Although  pediatricians  called  into  the  case  recom- 
mended immediate  transfer  of  Infant  Doe  to  a 
hospital  equipi^d  to  provide  surger\  ^  the  obstetri- 
cian who  had  delivered  the  child: 

insisted  upon.  .  .pointing  out  to  the  pare^^w^  that  if  this 
surgery  were  performed  and  if  it  were  successful  and  the 
child  survived,  that  this  still  would  not  be  a  normal  child. 
That  it  would  still  be  a  mongoloid,  a  Down's  syndrome 
child  with  all  the  problems  that  even  the  best  of  them 
have,  rhat  they  did  have  another  alternative  which  was  to 
do  nothing.  In  which  case  the  child  [would]  probably  live 
only  a  matter  of  several  days  and  would  die  of  pnuemonia 
probably.  .  .  .Some  of  these  children.  .  .are  mere  blobs.*^ 

Based  on  what  the  obstetrician  told  them,  the 
parents  of  Infant  Doe  agreed  not  to  authorize 
surgery,  food,  or  water  for  the  child.  But  nurses  at 
the  hospital  protested,*^  ^nd  the  hospital  agreed  to 
place  the  matter  before  a  court,  while  refusing  to 
take  any  position  on  what  course  should  be  fol- 
lowed. A  judge  came  to  the  hospital  for  a  late 
evening  session  on  Saturday,  April  10,  1982.  The 
hearing  was  not  recorded,"  and  no  guardian  ad 
litem  was  appointed  for  the  child.^*  The  judge  ruled 

curve  inward,  short,  wide  feet  with  a  gap  between  the  first  and 
second  toes,  short  stature,  sparse  hair,  low  voice  pitch,  below- 
average  muscle  tone,  a  tendency  to  hearing  impairments  and 
respiotory  disorders,  and  mental  retardation.  While  persons  with 
Down  syndrome  exhibit  a  combination  of  several  of  these 
chriacteristics,  it  is  rare  for  any  one  individual  to  exhibit  all  of 
them.  Mental  development  is  usually  retarded,  generally  in  the 
moderate  to  severe  range,  although  it  is  possible  (albeit  unusual) 
for  an  individual  with  Down  syndrome  to  have  average  or  even 
superior  intelligence.  R.  Burgdorf,  Jr.,  The  Legal  Rights  cf 
Handicapped  Persons  39  (1980). 

^  In  re  Infant  Doe,  No.  GU  8204-004A,  slip  op.  at  2  (Monroe 
County  Cir.  Ct.  Apr.  12,  \9S2),  petition  for  writ  of  mandamus  and 
prohibition  denied  sub  nom.  State  ex  rel  Infant  Doe  v.  Monroe 
Circuit  Court,  No.  482  S  140  (Ind.  Apr.  14, 1982),  appeal  dismissed 
sub  nom.  In  re  Infant  Doe,  No.  1-782A  157  (Ind.  Ct.  App.  Feb.  3, 
1983),  cert  denied  464  U.S.  961  (1983),  reprinted  in  2  Issues  in  L.  & 
Med.  77,  78  (1986). 

Dr.  Walter  Owens,  quoted  in  Petition  for  Writ  of  Cert,  at  8-9, 
Infant  Doe  v.  Bloomington  Hosp.,  464  U.S.  961  (1983). 
"   Horan  &  Balch,  Infant  Doe  and  Baby  Jane  Doe:  Medical 
Treatment  and  the  Handicapped  Newborn.  52  Linacre  Q.  45,  51 
(1985). 

^  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  ll-lZ  (vol.  II)  (1986)  (testimony 
of  John  G.  Baker,  Monroe  County  Supenor  Court,  Bloomington, 
Ind.). 

»*  In  re  Infant  Doe,  No.  GU  8204-004A.  slip  op.  (Monroe 
County  Cir.  Ct.  Apr.  12,  1982),  reprinted  in  2  Issues  in  L.  &  Med. 
77.  79  (1986). 
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"that  Mr.  and  Mrs.  Doe,  after  having  been  fully 
infonncd  of  the  opinions  of  two  sets  of  physicians, 
have  the  right  to  choos<^,  a  medically  recommended 
co^'rse  of  tre^itment  for  their  child  in  the  present 
cir^;  jistances."^  The  judge  later  wrote:  "It  is  a 
harsh  view  that  no  life  is  preferable  to  life,  but  the 
great  weighi  of  the  medicrf  testimony  at  the  hearing 
I  conducted  was  thet  even  if  the  proposed  surgery 
was  successful,  the  possibility  of  a  mmimally  ade- 
quate quality  of  life  was  nonexistent.  The  physicians 
in  attendance  supplied  the  medical  judgment."^ 
The  Indiana  Supreme  Court  refused  to  overturn  the 
ruling,  and  the  child  died  of  pneumonia  6  days  after 
birth  while  attorneys  were  en  route  to  file  a  petition 
for  review  by  the  United  States  Supreme  Court." 

Commission  Approach 

This  is  not  the  first  report  in  which  the  United 
States  Co^iimission  on  Civil  Rights  has  dealt  with 
medical  discrimination  against  p'X)ple  with  disabili- 
ties.** In  its  1983  report.  Accommodating  the  Spec- 
trum of  Individual  Abilities,  the  Commission  wrote: 

Haudicapped  people.  .  .face  discrimination  in  the  avail- 
ability and  delivery  of  medical  services.  While  occasional 
denials  of  routine  medical  care  have  been  reported,  a 
much  more  serious  problem  involves  the  apparent  with- 
hoWin«  of  lifesaving  medical  treatment  from  individuals, 
frequently  *ufants,  solely  because  they  are  handicapped. 
Recently,  widely  publicized  denials  of  medical  treatment 
to  handicapped  infants  have  occurred  in  Indiana,  lUirois, 
and  California." 

On  May  1,  1984,  the  Commission  approved  in 
concept  a  hearing  to  obtain  testimony  from  the  legal, 
medical;  and  academic  con^munities^  from  represen- 
tatives of  civil  rights  organizations,  including  those 
advocating  on  behalf  of  people  with  disabilities,  and 
from  the  general  public  on  the  subject  of  medical 
treatr:  ,  i  t3  or  withheld  from  newborn 

children  with  disabilities,  with  a  special  focus  on  the 
applicability  of  section  504  of  the  Rehabilitation  Act 
of  1973.-^  In  preparation  for  the  hearing,  staff 
conducted  a  literature  review,  legal  research,  and 
interviews  with  experts.  The  hearing  took  place 

»  Id  at  3,  2  Issues  in  L.  &  Med.  at  80. 
»  J.  Baker,  June  8,  1982,  Letter  of  Judge  John  Baker  to 
Anonymous  Person,  2  Issues  in  L.  &  Med.  8 1, 82  (1986).  See  chap.  S 
for  an  examination  of  the  view  that  pco  )le  with  Down  syndrome 
lack  a  minimally  adequate  quality  of  Jfe. 
*^  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  204-0.5  (vol.  II)  (1986)  (testimo- 
ny of  Walter  Owens,  M.D.,  Bloomington  Obstetrics  and  Gyne- 
cology, Inc.). 
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June  12-14,  1985,  in  Washington,  D.C.  Forty-three 
witnesses  testified,  including  specialist  physicians, 
representatives  of  medical  organizations,  parents 
who  had  been  involved  in  treatment  decisionmaking 
concerning  their  children  bom  with  disabilities, 
representatives  of  disability  groups,  ethicists,.  medi- 
cal and  other  personnel  involved  in  hospital  ethics 
committees,  hospital  administrators  and  support 
personnel,  and  current  and  former  staff  of  the 
executive  and  legislative  branches  of  the  Federal 
Government. 

The  Commission  held  a  second  hearing,  also  in 
Washmgton,  D.C,  on  June  26-27,  1986.  Testimony 
was  received  from  attorneys  and  disability  rights 
advocates  assessing  the  then-recent  Li.S.  Supreme 
Court  decision  limiting  Federal  mveslJgations  under 
section  504  of  denial  of  treatment  to  children  with 
disabilities,'^  from  academicians  and  an  investigative 
journalist  on  the  extent  of  discrimination  and  perva- 
siveness of  discriminatory  attitudes,  from  physicians 
and  a  judge  who  had  been  involved  in  denial  of 
treatment  about  the  context  and  rationales  for  that 
denial  from  people  with  disabilities  about  their 
perspectives  on  denial  of  treatment,  and  froir  an 
academician  and  a  Federal  official  about  vhe  poten- 
tial that  exists  for  people  with  disabilities. 

Followmg  the  hearings,  staff  conducted  signifi- 
cant additional  re^search  and  examined  agency  docu- 
ments and  data. 

The  Commission  employed  a  distinguished  group 
of  consultants,  drawn  from  a  variety  of  fields  and 
perspectives  in  the  area  of  disability,  to  assist  it  in 
providing  research  leads  and  in  reviewing  drafts  of 
this  report.  They  included  Gunnar  Dybwad,  emeri- 
tus professor  of  human  development  at  the  Heller 
School,  Brandeis  University,  and  visiting  professor 
at  the  University  of  Syracuse;  James  Ellis,  professor 
of  law  at  the  University  of  New  Mexico;  Frank 
Laski,  chief  counsel  for  the  Public  Interest  Law 
Center  of  Philadelphia;  Reeu  Martin,  professor  of 
law  at  the  University  of  Texas-Austm,  Marguerite 
Mikol,  president  of  Sick  Kids  Need  Protection 
CiKIP),  the  national  organization  of  parents  of 

When  referring  to  disabilities  or  to  people  with  disabilities 
throughout  this  report,  except  in  quotations  or  when  making 
direct  reference  to  legal  or  medical  terminology,  the  Commission 
has  sought  to  use  language  defined  as  appropriate  in  the  standards 
issued  by  the  Rcscarcli  and  Training  Council,  Writing  and 
Reporting  About  People  with  Disabilities  (1986). 

U.S.  Commission  on  Civil  Rights,  Accommodating  Wit 
Spectrum  of  Individual  Abilities  35  (1983). 

29  US.C.A.  §794  (West  Supp.  1988). 

Bowen  v.  Am.  Hosp.  Ass*n,  476  U.S.  610  (1986). 
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technplogy-assisted  children;  Charles  Rice,  profes- 
sor of  law  at  Notre  Dame  University  School  of  Law; 
H.  Rutherford  Tumbull,  professor  of  law  and 
special  education  at  the  University  of  Kansas; 
Colleen  Wieck,  executive  director  of  the  Minnesota 
Governor's  Planning  Council  on  Developmental 
Disabilities;  and  Robert  Williams,  deputy  director  of 
the  Pratt  Monitoring  Program  of  the  D.C.  Associa- 
tion for  Retarded  Citizens.  The  Commission  also 
employed  Thomas  Nemey,  president  of  the  Dt>abili- 
ty  Institute  and  currently  executive  director  of  the 
Autism  Society  of  America,  first  as  a  consultant  and 
later  as  an  expert. 

In  accordance  with  statutory^*  and  regulatory" 
requirements,  draft  portions  of  the  report  v/hich  the 
Commission  determined  tended  to  defame,  degrade, 
or  incriininate  persons  or  institutions  were  provided 
to  them  for  conmieiit.  Verified  answers  received  in 
response  are-'^^printed  as  appendix  D  to  this  report. 
Commission  policy  also  requhres  that  relevant  por- 
tions of.  its  draft  reports  be  provided  to  affected 
agencies,  for  cdmment.  Thus,  relevant  sections  of 
this  report  were  provided  to  State  child  protective 
services  agencies;  to  the  U.S.  Department  of  Health 
and  Human  Services'  Office  of  Human  Develop- 
ment Services,  Office  for  Civil  Rights,  and  Office  of 
Inspector  General;  and  to  the  Civil  Rights  Division 
of  the  U.S.  Department  of  Justice.  Comments 
received  from  the  Federal  agencies  are  reprinted  in 
appendix  E  to  this  report.  Answers  and  comments 
were  carefully  reviewed  and,  when  appropriate, 
modifications  were  made  in  the  final  report. 


«  42  U.S.C.A.  §1975a(e)  (West  Supp.  1988). 
«  45  CF.R.  §702.18  (1987). 

**  U.S.  Commit  ion  on  Civil  Rights,  Civil  Rights  Issues  of 
Handicapped  An  ricans:  Public  Policy  Implications  230,  230 
(1980)  (statement  of  Judith  E.  Heumann,  Deputy  Director, 
Center  for  Independent  Living,  Berkeley,  California).  The  Inter- 
national Center  for  the  Disabled  estimates  that  in  1985  there  were 
approximately  27  mUlion  individuals  in  the  general  population 
who  were  age  16  or  older  and  had  a  disability.  The  ICD  Survey 
of  Disabled  Americans:  Bringing  Disabled  Americans  into  the 
Mainstream  iii  (March  1986),  conducted  for  ICD— International 
Center  for  the  Disabled,  in  cooperation  with  the  National  Council 
on  the  Handicapped,  by  Louis  Harris  and  Associates,  Inc.  The 
U.S.  Department  of  Education  estimates  that,  in  1986-87, 
"4,421,601  children  with  handicaps  from  birth  to  age  21  were 
served'*  by  the  special  education  system.  U.S.  Department  of 
Education,  Tenth  AnnurJ  Report  to  Congress  on  the  Implementa- 
tion of  The  Education  of  the  Handicapped  Act  3  (1988). 
In  line  ^yith  Ms.  Huemann's  testimony  quoted  above,  in  1983  the 
Commission  stated: 


A  Legacy  of  DiscriniJiation 

Treatment  decisions  resulting  in  the  denial  of 
lifesaving  medical  treatment  to  children  with  disabil- 
ities cannot  be  viewed  in  isolation.  Together  with 
discrimination  in  employment,  barriers  to  access  to 
transportation  and  physical  facilities,  and  a  tradition 
of  institutionalization,  these  decisions  may  be  viewed 
in  the  context  of  longstanding  attitudes  and  practices 
toward  people  with  disabilities. 

Eight  years  ago,  Judith  E.  Heumann,  then  deputy 
director  of  the  Center  for  Independent  Living  in 
Berkeley,  California,  told  the  Commissiou: 

I  belong  to  the  largest  civil  rights  group  in  the  country. 
The  statistics,  while  they  vary,  go  anywhere  from  35 
million  to  47  million  and  up,  and  yet  our  civil  rights  group 
still  has  not  yet  received  the  status  within  the  nondisabled 
community  as  a  civil  rights  group  representing  r.  body  of 
oppressed  people  in  this  country  who  have  thus  far  been 
unable  to  achieye  our  place  within  this  society,  based  on 
the  failure  to  provide  appropriate  services  and  probably 
most  importantly  based  on  the  failure  of  people  in  this 
country  to  believe  that  disabled  individuds  are  in  fact 
people  who  have  the  ability  to  achieve  and  have  the  desire 
to  achieve.  I  think  it  is  still  all  too  common  that  disabled 
people  'n  this  country  are  perceived  of  as  people  who  are 
sick  and  who  are  in  need  of  being  taken  care  of,  as  opposed 
to  people  who  have  different  needs  and  whose  needs,  in 
fact,  can  be  met,  which  will  allow  us  to  achieve  our 
goals." 

Historically,  the  notion  that  people  with  disabili- 
ties "are  sick  and.  .  .in  need  of  being  taken  care  of 
has  found  outlet  not  only  in  paternalistic  approaches 
that  foster  dependency  but  also  in  the  view  that  such 
"sickness"  imposes  a  burden  too  great  to  be  borne 
either  by  the  person  with  the  disability  or  by  society 
as  a  whole.  As  Frank  Bowe,  then  director  of  the 

Structuring  society's  tiisks  and  activities  on  the  basis  of 
assumptions  about  the  r.onnal  ways  of  doing  things  reflects 
the  idea  that  there  are  "norma^*"  people  who  can  participate 
and  there  are  people  with  physical  and  mental  handicaps 
who  cannot.  When  people  are  classified  as  either  handi- 
capped or  normal,  the  only  questions  are  who  falls  into 
which  category  and  what  criteria  are  used.  A  close  examina- 
tion of  this  handicapped-normal  dichotomyi  however,  re- 
veals fundamental  flaws:  it  ignores  the  fact  that  abilities 
occur  as  spectrums,  not  as  all*or-nothing  categories,  and 
discourits  the  importance  of  social  context.  The  resulting 
distortion  of  reality  is  the  wellspring  of  handicap  discrimma- 
tion. 

U.S.  Commission  on  Civil  Rights,  Accommodating  the  Spectrum 
of  Individual  Abilities  93-94  (1983).  That  is  not  to  say  that  there  is 
not  a  standard  against  which  the  health  of  individuals  is  measured. 
Rather,  the  point  to  be  made  is  that  categorizing  persons  based 
upon  disabilities  raises  the  very  legitimate  concern  that  it  not 
obscure  the  extent  to  which  such  persons  may  in  other  respects 
have  greater  abilities  than  persons  not  in  that  category. 
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American  Coalition  of  Citizens  with  Disabilities, 
told  the  Commission  in  1980: 

Within  the  Colonies,  and  later  the  States,  community 
mores  recognized  indolence  as  a  prime  evil.  Because 
popular  perceptions  equated  disability  with  inability, 
existence  of  a  disability  appeared  reason  enough  to  deny  a 
person  the  right  to  participate  in  societal  life.'' 

In  the  late  19th  and  early  20th  centuries,  accep* 
tance  of  the  purported  science  of  eugenics  resulted 
in  the  view  that  people  with  disabilities  were  a 
burden  io  be  regarded  as  a  menace.  The  American 
Coalition  of  Citizens  with  Disabilities  has  siunma- 
rized  this  history  in  a  brief  submitted  to  the  United 
States  Supreme  Court:** 

Th[e]  stark  history  is.  .  .of  the  regime  of  segregation 
and  degradation  which  by  force  of  state  statute  deemed 
retarded  people  to  be  "unfit  for  citizenship."^  In  every 
state  in  inexorable  ^  fashion  handicapped  persons  were 
legislatively  declared  a  "menace  to  the  happinpss.  .  .of  the 
community,"**  "unfitted  for  companionship  with  other 
children,"*^  a  "blight  on  mankind"**  whose  very 
"presence""  in  the  community  was  "detrimental  to 
normal"  people.** 

Official  policy  was  to  "purge  society"**  of  these  "anti- 
social beings,*'**  to  "segregate  [them]  from  the  worid,"** 
so  that  they  "not.  .  .be  returned  to  society"*^  since  a 
"defect.  .  .wounds  om-  citizenry  a  thoiisand  times  more 
than  any  plague.''*^  Disabled  persons  simply  did  not  have 

»*    F.  Bowe,  An  Ovem'ew  Paper  on  Civi!  Rights  Issues  of 
Handicapped  Americans:  Public  Policy  Implications,  in  U.S.  Com- 
mission on  Civil  Rights,  Civil  Rights  Issue;;  of  Handicapped 
Americans:  Public  Policy  Implications  7,  9  (1980). 
**  Amicus  Curiae  brief  for  the  American  Coalition  of  Citizens 
withlDisabilitics,  Dowcn  v.  Am.  Hosp.  Ass'n,  476  U.S.  610  (1986). 
The  text  of  footnotes  37  through  58  are  reprinted  as  they 
appeared  in  the  brief. 
"    1920  Miss.  Laws  294,  ch.  210,  §  17. 
»   1919  Ala.  Acts  739.  No.  568.  §7. 
»   1909  Wash.  Laws  260,  tit.  I.  subch.  6,  §2. 
«  Report  of  the  Vermont  School  for  the  Fceble-MLidcd  17-18 
(1916). 

*^  Report  of  the  Rhode  Island  School  for  the  Feeble-Minded  21 
(1910). 

♦*  California  Board  of  Charities  and  Corrections.  First  Biennial 
Report  41  (1905). 

«  Wisconsin  Board  of  Control.  Biennial  Report  321  (1898). 
♦*  Report  of  the  Commission  on  Segregation.  Care  and  Treat- 
ment of  Feeble-Minded  and  Epileptic  Persons  in  Pennsylvania  43 
(1913): 

*»  Thirty-Sixth  Annual  Report  of  the  Indiana  School  for  Feeble- 
Minded  Youth  14  (1914). 

**  First  Biennial  Report  of  the  Board  of  Conmiissioners  of 
Nebraska  Institutions  10  (1915). 

*^  Fourth  Biennial  Report  of  the  Board  of  Trustees  of  the  Utah 
State  Training  School  3  (1938). 

**  Fourth  Biennial  Report  of  the  South  Dakota  Commission  for 
Segregation  and  Control  of  the  Feeble-Minded  3  (1932). 


the  "rights  and  liberties  of  normal  people.****  The  District 
of  Columbia  Board  of  Cii^ty  urgwi  Congress,  and  it 
agreed,  to  authorize  putting  handicapped  people  away 
since  they  were  "not  much  above  the  animal."*^  Handi- 
capped people  were  "not  far  removed  from  the  brute,"»<> 
not  quite  persons,  but  "by-products.of  unfinished  humani- 
ty»»5i  who  were  to  be  segregated  for  the  benefit  "of 
society,""  "to  relieve  society  of  the  'heavy  economic  and 
moral  losses  arising  from  the  existence  at  large  of  these 
unfortunate  persons.'""  It  was  important  to  find  a  "way 
of  getting -rid  of  these  kinds  of  cases.""  Government 
reports  labeled  Ijandicapped  people  "a  parasitic  predatory 
class,""  a  "danger  to  the  race,""  "a  blight  and  a 
misfortun'*  both  to  themselves  and  to  the  public""  whose 
role  "in  discouniing  social  progress  is  by  far  the  most 
potent  influence  for  evil  under  which  society  is  struggling 
today."" 

As  Justice  Thurgood  Marshall  noted: 

Fueled  by  the  rising  tide  of  Social  Darwinism,  the 
"science"  of  eugenics,  and  the  extreme  xenophobia  of 
those  years,  leading  medical  authorities  and  others  began 
to  portray  the  "feebleminded"  as  a  "menace  to  society  and 
civilization.  .  .responsible  in  large  degree  for  many,  if  not 
all,  of  our  social  problems."" 

Attitudes  toward  individuals  with  a  disability 
were  harsh.  One  article  in  the  Massachusetts  Medi- 
cal Society  magazine  in  1912  stated  that  "[t]he  social 
and  economic  burdens  of  uncomplicated  feeble-min- 
dedness  are  only  too  well  known.  The  feeble-minded 
are  a  parasitic,  predatory  class,  neyer  capable  of  self 

*♦  District  of  Columbia  Appropriations  Bills:  Hearings  Before  the 
Comm.  on  Appropriations,  67th  Cong.,  2d  Sess.  96  (Jan.  13,  15, 
1932). 

Mental  Defectives  in  Virginia:  Special  Report  of  the  Board  of 
Charities  and  Corrections  to  the  General  Assembly  of  2926,  at  20. 
»*  Baldwin,  The  Causes,  Prevention  and  Care  of  Feeble-Minded 
Children,  in  Proceedings  of  the  Texas  Conference  of  Charities  and 
Corrections  at  Its  Second  Annual  Meeting  87  (1912). 
»*  See,  e.g.,  1919  Ga.  Laws  379.  No.  373.  §3. 
"   1915  Tex.  Gen.  Laws  143.  ch.  90,  §§1.2. 
"  Connecticut  School  for  Imbeciles:  Hearings  on  HB,  No.  644 
Before  the  Joint  Standing  Committee  on  Humane  Institutions  20 
(typed  transcript.  Feb.  25,  1915)  (statement  of  Mr.  Kemer  of 
Wateibury). 

"  Report  of  the  Vennont  School  for  Feeble-Minded  Children 
17-18  (1916). 

"  Report  of  the  Legislative  Visiting  Committee,  Wise.  Sen.  J.  263 
(48th  Leg.  Sess.). 

"  Thirteenth  Biennial  Report  of  the  Kansas  School  for  Feeble- 
Minded  Youth  12  (1906). 

»•  Mental  Defectives  in  Indiana:  Third  Report  of  the  Committee 
on  Mental  Defectives  6  (1922). 

*•  City  of  Cleburne  v.  Cleburne  Living  Center,  473  U.S.  432, 
461-62  (1985)  (Marshall.  J.,  concurring)  (quoting  H.  Goddard. 
The  Possibilities  of  Research  as  plied  to  the  Prevention  of 
Feeblemindedness,  in  Proceedings  of  the  National  Conference  of 
Charities  and  Correction  307  (1915)). 
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support  or  of  managing  their  own  aflUirs."**^  A 
Chicago  ordinance  provided  that  no  jycrson  "who  is 
diseased^  maimed,  mutilated  or  in  an';  way  deformed 
so  as  to  be  an  unsightly  or  disg'ji.'aig  object  or 
improper  pereon"  could  be  foun;^  .a  or  oh  the 
public  ways  or  other  public  plaoM,'*  and  that  no 
suc£pct3on  could  "expose^himself  to  public  view."** 

In  Heredity  and  Human  Progr£:s,  a  physician 
advocated  Uiat  children  with  i^vere  disabilities, 
including  "idiots,"  most  "imbeciito,"  and  "epilep- 
tics" should  be  eliminated  for  tie  safety  of  the 
Nation  through  the  use  of  a  painless  gas.«* 

In  1941  a  physician  addressing  a  luncheon  during 
the  annual  meeting  of  the  American  Psychiatric 
Association  said:  **[W]e  have  too  many  feeblemind- 
ed people  ainong  us.  .  .  .The  idiot  and  the  imbecile 
seem  to  me  unresponsive  to  the  care  put  upon  them. 
They  are  not  capable  of  being  educated;  nor  can 
such  defective  products  ever  be  made  to  be  so."" 
He  spoke  "in  favor  of  euthanasia  for  those  hopeless 
ones  \yho  should  never  have  been  bom— Nature*^ 
mistakes,"  urging  that  when  a  "competent  medical 
board.  .  .acting.  .  .on  the  application  of  the  guard- 
ians of  the  child,  and  after  three  examinations  of  a 
defective  who  has  reached  the  age  of  five  or  more, 
should  decide  that  that  defective  has  no  future  nor 
hope  of  one.  .  .it  is  a  merciful  and  kindly  thing  to 
relieve  that  defective— often  tortured  and  con- 
vulsed, grotesque  and  absurd,  useless  and  foolish, 
and  entirely  undesirable--of  the  agony  of  living."" 
An  editorial  in  the  issue  of  the  American  Journal  of 
Psychiatry  that  published  the  physician's  address 
suggested  that  the  attitude  of  parents  who  opposed 
elimination  of  their  "idiot"  children  was  a  fit  subject 
for  psychiatric  analysis  and  correction: 

It  is  difficult  to  conceive  how  normal  affection  can  be  felt 
for  a  creature  incapable  of  the  slightest  response;  and 
exaggerated  sentimentality  or  forced  devotion  which  can 
serve  no  possible  purpose  can  hardly  be  looked  upon  as 
desirable.  .  .  . 


[Tlhe  psychiatric  problem.  .  .[of]  the  "fondness"  of  the 
parents  of  an  idiot  and  their  "want"  that  he  should  be  kept 

••  A.M.  Clark  and  A.D.B.  Clarke,  cds.,  Mental  Deficiency:  The 

Changing  Outlook,  16-17,  quoted  in  Evans,  The  Lives  of 

McntaUy  Retarded  People  43  (198.^ 

«  Formerly  Chicago,  111..  Mun.  Ccd.  §3^34  (1966). 

«  D.  McKim,  Heredity  and  Human  Progress  IS*",  193  (1900). 

«»  Kennedy,  77te  Problem  of  Sociai  Control  of  the  Congenital 

Defective,  49  Am.  J.  Psychiatry  13,  13  (1942). 


alive.  .  .we  believe  deserves  study— the  extent  to  which  it 
exists,  in  fact  and  not  merely  as  a  generalization  opinion, 
what  underlying  factors.  .  .are  discoverable,  whether  it 
can  be  assessed  as  healthy  or  morbid,  and  whether  in  the 
latter  cas^  it  is  modifiable  by  exposure  to  mental  hygiene 
principles.*' 

Although  contemporary  jusiificatior*s  tO'  denial 
^  i  treatment  to  children  with  disabilities  arc  t>pical- 
ly  less  harshly  worded,  a  clear  continuity  of  thought 
can  often  be  found.  Contemporarj'  bioethicist  Feter 
Singer  writes: 

When  the  death  of  a  defective  infant  will  lead  to  the  birth 
of  another  infant  with  better  prospects  of  a  happy  life,  the 
total  amoimt  of  happiness  will  be  greater  if  the  defective 
infant  is  killed.  The  loss  of  happy  life  for  the  first  infant  is 
outweighed  by  the  gain  of  a  happier  life  for  the  second.** 

A  noted  authority  on  chilu  abuse  and  neglect  argues 
that  the  state  should  intervene  to  save  the  life  of  a 
child  only  when  the  child  would  have  a  "life  worth 
living  or  a  life  of  relatively  normal  healthy 
growth."*^ 

The  complex  and  difficult  questions  surrounding 
treatment  decisionmaking  for  children  with  disabili- 
ties must  be  approached  with  sensitivity  to  the 
effects  of  this  background  of  dehumanizing  attitudes 
concerning  people  with  disabilities.  Dehumanizing^ 
stereotypes  are  conjiTion  to  virtually  every  form  of 
discrimination,  including  that  based  ou  disability.^ 

This  report  thus  begins  with  an  examii  ation  of  the 
context  of  such  decisionmaking  in  a  chapter  that 
explores  the  parent-physician  relationship  and  the 
sort  of  information  about  disability  sometimes  pro- 
vided parents  by  physicians.  The  next  chapters 
consider  what  the  evidence  suggests  about  the 
potential  quality  of  life  of  people  with  disabilities  in 
contrast  to  what  are  often  inaccurate  assumptions 
about  their  quality  of  life.  The  report  then  describes 
in  detail  the  history  and  current  status  of  legal 
standards  governing  medical  treatment  for  those 
with  disabilities.  The  degree  to  which  these  stan- 
dards are  being  implemented  and  the  performance  of 
governmental  and  nongovernmental  institutions  in 
enforcing  them  are  assessed.  The  report  ends  with 
findings  of  fact  and  recommendations  for  the  future. 

Id  at  14. 

♦*  Euthanasia,  99  Am.  J.  Psychiatry  141,  143  (1942). 
•«  Peter  Singer,  Practical  Ethics  134  (1979). 
«  J.  Goldstein,  Medical  Care  for  the  Child  at  Risl  State 
Supervention  of  Parental  Autonomy,  86  Yale  L.J.  645,  t  (1977). 
"  See  generally  U.S.  G)mniis$ion  on  Civil  Rights,  Accommodat- 
ing the  Spectrum  of  Individual  Abilities  22  (1983). 
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Chapter  2 

The  Physician-Parent  Relationship  and 
Treatment/Nontreatment  Decisionmaking 


Much  of  the  popular  and  scholarly  debate  over 
the  question  of  denying  treatment  to  children  with 
disabilities  assumes  a  conflict  between  the  rights  of 
parents  to  make  a  choice  concerning  medical  treat- 
ment for  their  cldld  and  whatever  rights  the  child 
may  have  to  lifesa^'/ing  treatment  despite  the  views 
of  the  parents.  However,  testunony  before  the 
Commission  suggests  tliat  this  is  an  artificial  conflict, 
because  it  is  normally  inaccurate  to  assume  that  it  is 
solely  the  parents  of  newborn  children  who  actually 
decide  whether  to  provide  or  withhold  lifesaving 
medical  treatment.  2n  the  words  of  Dr.  Rosalyn 
^njamin  Darling:  "In  the  decisionmaking  situation, 
pai'ents  are  likely  to  feel  confused  when  confronted 
m&\  a  disability  about  which  they  know  little.  As  a 
result,  they  rely  heavily  on  the  information  and 
atti^ades  communicated  to  them  by  the  physician.  In 
most'  cases,  the  parents*  decision  reflects  the  physi- 
cian's decision."* 

One  Commissioner  sunmiarized  the  evidence 
heard  by  the  Commission: 

To  the  parents  who  testified,  it  was  clear.  .  .that  most 
parents  are  indeed  influenced  prii'<irily  by  the  recommen- 
dations of  their  physicians  and  thbv  those  recommenda- 
tions c&n  be  and  sometimes  are  based  on  a  totally 
erroneous  view  of  the  child's  abilities  and  future  quality  of 
life.' 

*  Protection  of  Handicapped  Newborns:  Hearing  Before' the  United 
States  Commission  on  Civil  Rights  181-82  (1986)  (vol.  II)  (testimo- 
ny of  Dr.  Rosalyn  Benjamin  Darling,  Director,  Early  Interven- 
tion Services,  City  Council  Oinic  in  Johnstown,  Inc).  Accord  id 
at  41-42  (testimony  of  Prof^  H.  Rutherford  TumbuU,  Department 
of  Special  Education,  University  of  Kansas)  ("I  dispute  the 
predicate.  .  .that  parents  make  the  decision.  I  think  that  kind  of 
aseptic  view  runs  contrary  to  the  published  literature  in  the  health 
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Factors  that  Impair  Independence  in 
Parental  Decisionmaking 

It  is  important  to  understand  the  situation  in 
which  most  parents  suddenly  confronted  with  a 
child  with  a  disability  find  themselves.  Assi^jmt 
Secretary  Madeleine  Will  pomted  out: 

A  parent  ma"  have  had  no  experience  with  a  person 
with  a  disability,  and  suddenly,  at  a  moment's  notice,  fmds 
himself  or  herself  at  an  existential  cliff,  and  one  is  very 
much  dependent  on  this  physician  who  is  in  some  way 
going  to  protect  you,  one  imagines,  from  a  cataclysm,  and 
oue  is  dependent  on  the  quality  of  information  that  he  or 
she  provides.' 

The  period  surrounding  birth  is  one  of  considerabk 
stress  and  emotion,  and  for  nondisabled  parents,  flit 
birth  of  a  child  with  a  disability  typically  comes  as  a 
great  shock.  It  frequently  produces  feeling  of 
depression,  grief,  anger,  and  guilt.  Because  most  new 
parents  of  a  child  with  a  disability  have  had  little  or 
no  interaction  with  people  who  have  disabilities, 
their  reactions  are  often  dominated  by  the  stigmati- 
zation  of  people  with  disabilities  to  which  they  have 
been  pervasively  and  sometimes  subconsciously 
subjected  for  most  of  then*  lives.  This  stigmatization 
may  produce  in  their  minds  a  picture  of  the  child's 
condition  and  prognosis  that  has  little  basis  in  fact. 
The  Spina  Bifida  Association  of  America  (SBAA) 
emphasized  the  problems: 

field  and  it  also  runs  contrary  to  some  of  what  I  have  been  told  by 
physicians  who  arc  nconatologists,  pediatric  surgeons,  and  pedia- 
tricians."). 

*  Id  &t  S  (opening  statement  by  Commissioner  Robert  A. 
Destro). 

*  Id  at  92  (testimony  of  Madeleine  Will,  Assistant  Secretary  for 
Special  Education  and  Rehabilitative  Services,  U.S.  Department 
of  Education). 
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Parents  of  a  newborn  spina  bifida  child  are  expected  to 
make  rational,  life  and  death  decisions  when  what  was 
expected  to  be  a  joyous  time  has  instead  become  an 
occasion  for  confronting  the  concerns  of  the  unknown. 
The  decisions  must  be  made  quickly  and  under  great 
stress.  Dr.  Rosalyn  Darling,  a  member  of  SBAA's  Profes- 
sional Advisory  Committee,  has  written  that  decisions  are 
often  made  by  physicians  and  individuals  who  have  very 
little  contact  with  the  disabled  community;  consequently, 
decisions  concerning  treatment  are  often  ''stacked"  against 
the  newborn  with  a  problem.* 

Because  the  parents  typically  lack  knowledge  and 
are  in  such  a  state  of  stress,  they  turn  for  information 
and  recommendations  to  the  physicians  caring  for 
their  child.  Medical  sociologist  Rosalyn  Benjamin 
Darling  has  done  several  studies  of  the  relationship 
between  the  physicians  and  parents  of  children  with 
disabilities.  She  noted: 

[PJarents  are  very  vuhierable  immediately  after  having 
given  birth  to  a  handicapped  child.  The  hospital  is  not 
Uieir  natural  habitat,  and  the  medical  milieu  is  frightening 
to  them.  They  know  very  little  about  birth  defects  in 
general  and  their  child's  defect  in  particular.  They  turn 
rcadOy  to  the  "experts"  who  can  help  them  understand 
what  is  happening  to  them.  They  have  learned  to  trust 
physicians  and  to  respect  their  opinions.  Not  surprisingly, 
they  often  defer  to  the  physician's  expertise  in  deciding 
whether  their  child  is  to  be  medically  or  suigically 
trcated-or  allowed  to  die.* 

Evan  Kemp,  a  lawyer  with  a  disability  who 
directs  the  Disability  Rights  Center,  made  a  sunilar 
point: 

I  think  that  at  time  of  birth,  when  parents  are  very 
distraught,  when  they  find  that  they  don't  have  a  child 
that  measures  up  to  the  children  of  their  friends,  they're 
very  impressionable  at  that  time  and  under  a  great  ded  of 
stress,  and  I  think  that  doctors  have  tremendous  power  to 
infiuence  them,  and  I  think  they  do  infiuence  them.  .  . 

*  Quoted  in  49  Fed.  Reg.  1649-50  (1984). 

•  Darling,  Deck  Often  Stacked  Against  Defective  Newborns, 
American  Medical  News,  Jan.  14,  1983,  at  21  Cf.  the  description 
in  an  anonymous  letter  from  a  parent  submitted  for  the  record  by 
Dr.  Walter  Owens: 

(A]t  delivery  I  just  remember  being  shocked  that  I,  as  a 
young,  healthy  person  who  avoided  all  artificial  ingredients 
during  my  pregnancy^  ate  sensibly,  could  have  given  birth  to 
an  infant  with  multiple  defonnities.  I  didn't  know  anything 
about  spina  bifida,  its  consequences  for  the  baby  or  the 
family,  I  guess  I  must  have  looked  very  bewildered  as  to  the 
.  correct  choice  to  make  regarding  surgery  for  a  shunt,  etc. 
You  told  me  that  if  it  were  your  decision,  you  probably 
would  not  sign  consent  for  surgery.  You  gave  me  a  short,  but 
complete  description  of  what  I  could  expect  from  surgery, 
quality  of  life.  It  was  simply  a  premutation  of  facts.  I  decid^ 
against  sustaining  measures,  the  baby  died  in  a  short 
time. .  .  . 


Influence  of  Physicians 

Dr.  Anne  Fletcher,  a  neonatologist  at  Children's 
Hospital  National  Medical  Center,  told  the  Presi- 
dent's Commission  for  the  Study  of  Ethical  Prob- 
lems in  Medicine  and  Biomedical  and  Behavioral 
Research: 

[I]t  is  important,  that  we  .make  a  recommendation  of  what 
is  to  be  done.  That  is  not  to  say  that  we  don't  feel  the 
parents  have  a  decision  to  make,  but  it  is  a  decision  with  us 
and  not  a  decision  on  their  own.  And  we  usually  have  felt 
it  is  our  duty  to  make  a  decision,  and  then  have  them  agree 
with  us,  rather  than  to  have  them  feel  they  made  the 
decision  completely  on  their  own.^ 

Another  physician,  who  specializes  u  le  treatment 
cf  spina  bifida,  has  written: 

Invariably,  in  these  circumstances,  families  make  a  deci- 
sion bas^  on  information  that  is  given  to  them  by  the 
pediatrician;  pediatric  neurologist,  or  neurosurgeon.  The 
great  likelihood  is  that  any  one  of  these  physicians  will 
have  his/her  own  philosophy  concerning  what  should  be 
done  and,  therefore,  whether  intentional  or  unintentional, 
the  information  will  be  skewed.  It  is,  therefore,  the 
physician  ha?  is  responsible  for  the  immediate  decision  for 
or  against  surgery.^ 

Do  parents  or  physicians  typically  initiate  discus- 
sion of  denying  lifesaving  treatment?  In  Jiis  team's 
study  of  approximately  150  cases  of  denial  of 
treatment,  investigative  journalist  Carlton  Sher- 
wood testifled: 

[N]ot  one  parent  we  interviewed— and  we  spoke  with 
several  dozen  who  were  personally  mvolved  on  both  sides 
of  the  treatment  issue — not  one  said  they  took  any 
initiative  in  the  decisionmaking  process;  invariably,  it  was 
the  physiciat3,  often  teams  of  physicians,  who  approach  ed 
the  parents  and  recommended,  strongly  and  peisistently 
sometimes,  for  a  course  of  treatment  or  nontreatment. 

Anonymous  letter  to  Dr.  Walter  Owens  (Aug.  ?0,  1983)  (avail* 
able  in  files  of  U.S.  Commission  on  Civil  Rights). 

•  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commi::ion  on  Civil  Rights  29  (1986)  (vol.  IT)  (testimony  of 
Evan  J.  Kemp,  ^r..  Director,  Disability  Rights  Center). 

•  Testimony  of  Dr.  Anne  Fletcher,  Transcript*  Sixteenth 
Meeting  of  the  President's  Commission  for  the  Study  of  Ethic&l 
Problems  in  Medicine  and  Biomedical  and  Behavioral  Research 
17  (Jan.  9,  1982),  quoted  in  President's  Commisdon  for  the  Study 
of  Ethical  Problems  in  Medicine  and  Biomedical  and  Behavioral 
Research,  Deciding  to  Forego  Life*Sustaining  Treatment  210-^11 
(1983). 

•  Epstein,  Meningomyelocele:  '^Pitfalls"  in  Early  and  Late  Man- 
agement, 30  Clinical  Neurosurgery  366,  366-67  (1982).  See 
generally  Nation^  Legal  Center  for  the  Medically  Dependent  and 
Disabled,  The  Medical  Treatment  Rights  of  Children  v/ith 
Disabilities  §5.02  (J.  Bopp  ed.  1987). 
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In  all  but  a  few  cases,  the  parents  said  they  went  along 
with  their  physician's  recommendations  and  would  have 
fc  wj»^  Ae  same  doctor's  advice  had  his  recommenda- 
tion*   sn  different. 

All,  and  I  emphasize  all,  the  doctors  we  spoke  with 
conflrmed  this  decisionmaking  process.' 

Professor  Tumbull  told  the  Commission, 
"[P]hysicians  set  the  agenda.  The  person.  .  .whc 
has  the  ability  to  set  the  agenda  has  to  a  large  degree 
the  ability  to  control  the  outcome."**^ 

In  an  article  in  Clinical  Pediatrics,  Drs.  Stephen 
I^gatz  and  Patricia  Ellison  wrote  about  their  own 
case  conferences  with  parents  "during  which  they 
[the  parents]  were  asked  directly  to  give  an  indica- 
tion of  whether  or  not  they  concurred  that  support 
be  withdrawn/'"  Coauthor  Dr.  Patricia  Ellison,  a 
pediatric  neurologist  in  private  practice  in  Denver 
who  also  holds  an  academic  appointment,  testified 
before  the  Commission.  Asked  whether  h^r  article 
suggested  that  **there  was  a  preexisting  opinion  that 
support  be  withdrawn  and  tl?>tt  the  parents  were 
then  asked  whether  they  concurred  or  disagreed," 
Dr.  Ellison  said:  "There  was  not  a  decision  [in  any 
of  those  cases]  ever  offered  by  the  doctor  that 
support  be  withdnwn.  However,  it  should  be  clear 
that  if  the  issue  is  being  raised,  this  is  a  consideration 

•  Protection  of  Handicapped  Newborns:  Hearing  Brfore  the  United 

States  Commission  on  Civil  Rights  50  (1986)  (vol.  10  (testimony  of 

Carlton  Shenvood). 

Id,  at  58  (testimony  of  Prof.  H.  Rutherford  Tumbull, 

Department  of  Special  Education,  University  of  Kansas). 

"  Ragatz  &  EIlisOD,  Decisions  to  IVttkdraw  Life  Support  In  the 

Neonatal  Intensive  Care  Unit,  22  Clinical  Pediatrics  729,  732 

(!983).  The  physicians  wrote: 

We  im'tially  assumed  that  the  decision  to  withdraw  support 
was  chiefly  the  (prerogative]  of  the  physician,  acting  in 
accordance  with  the  parents*  wishes.  Decisions  were  made 
after  full  discussion  with  the  parents.  We  subsequently 
learned  that  parents  considered  that  they  had  made  such 
decisions,  and  we  became  more  willing  to  let  the  parents 
make  them,  in  infants  who  were  considered  eligible  for  such 
a  decision  by  the  physician.  On  occasion,  quality  of  life  issues 
were  raised  by  the  parents  prior  to  discussion  initiated  by  the 
physician. 

Id  at  729-30  (citation  omitted)  (emphasis  added). 
"  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  219-20  (1986)  (vol.  II)  (testimo- 
ny of  Dr.  Patricia  Ellison,  Research  Professor,  Department  of 
Psychology,  University  of  Denver).  Appearing  before  the  Com- 
miss!on«  Dr.  Ellison  chaiucterized  ai  a  ''misreptcsenttitioD,**  Id,  at 
219,  the  view  *'that  there  was  a  preexisting  opinion  that  support 
be  withdrawn  and  that  the  parenti  were  then  asked  whether  they 
concurred  or  disagreed,"  Id,  (question  by  Ms.  Hsnrahan).  Cf  the 
langtiage  in  another  of  her  articles  (Walwork  &  Ellison,  Follow-up 
of  Families  of  Neonates  In  Whom  Life  Support  Was  Withdrawn,  24 
Clinical  Pediatrics  14  (1985)): 
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in  the  doctor's  mind  as  well.  You  are  not  going  to 
hold  conferences  for  those  babies  about  whom  this 
would  not  be  an  appropriate  concern.**"  When  she 
was  asked  whether  it  is  usually  the  parents  or  the 
health  care  personnel  who  initiate  the  question  of 
continuing  lifesaving  support,  she  testified  that 
sometimes  it  comes  from  one  and  sometimes  from 
the  other,  but  that  when  it  comes  from  the  parents: 

[w]c  try  to  respond  to  the  questions  and  needs  of  the 
parents,  but  would  never  have  held  a  conference  where 
this  issue  of  support  would  be  set  up  in  the  sense  of  a 
decisionmaking  process,  unless  we  as  physicians  felt  that 
this  was  an  appropriate  case  to  do  that  We  might  meet 
with  the  parents  and  answer  questions  and  say,  **We 
understand  your  worries,  but  look,  at  this  time,  things 
seem  to  be.  .  .[going]  this  way  and  this  is  not  a  time  for 
such  a  conference."" 

Physicians  with  a  bent  toward  denial  of  treatment 
can  be  quite  insistentin  conveying  negative  informa- 
tion, as  they  were  vnth  the  parents  of  Baby  Jane 
Doe:  "During  her  five  months  in  the  intensive  care 
nursery,  Dan  and  Linda  would  see  their  baby  smile 
and  ask  hopefully  if  she  were  making  progress.  No, 
the  doctors  would  respond,  she  wasn*t.**" 

Physicians  had  urged  Dan  and  Linda  to  place  Keri-Lynn 
[Baby  Jane  Doc]  in  a  home  for  the  severely  disabled 
shortly  after  birth-  Instead,  the  parents  took  her  home. 

[FJamilies  were  told,  during  the  decision-making  conference, 
that  the  decision  would  be  made  by  the  physician  with 
consideration  of  the  families*  wishes  and  thoughts.  .  .  . 
Id  at  26. 

We.  .  .found  that  the  parents  accepted  the  responsibility  for 
the  decision  to  withdraw  support,  even  when  the  profession- 
al staff  considered  that  the  decision  had  been  made  by  the 
professional  staff,  not  by  the  parents. 
Id  at  20. 

In  her  testimony.  Dr.  Ellison  said,  "It  should  be  also  well-stated 
that  with  parents  who  felt  that  this  was  really  something  that  was 
not  in  keeping  with  their  4:cms,  none  of  the  support  was  ever 
withdrawn  from  such  a  child.  We  would  never  have  considered 
such  a  thing."  Protection  of  Handicapped  Ne.vboms:  Hearing  Before 
the  United  States  Commission  on  Civil  Rights  220  (1986)  (vol.  II) 
(testimony  of  Dr.  Patricia  Ellison,  Research  Professor,  Depart- 
ment of  Psychology,  University  of  Denver.) 
"  Protection  of  Handicapped  Newborns:  Hearing  B^ort  the  United 
States  Commission  on  Civil  Rights  ij9  (1986)  (vol.  II)  (testimony 
of  D*"  T>atricia  Ellison,  P'..«earch  Professor,  Department  of 
Psychology,  University  *  i  Denver).  Cf  id  tx  267  (testimony  of 
Robert  R.  Williams,  Project  Analyst,  D.C  Association  for 
Retarded  atizcns)  C'(0]ne  wonders  why  parents  with  newborns 
with  severe  disabilities  are  even  put  in  a  position  of  having  to 
«make  such  decisions  when  they  are  clearly  operating  under  so 
much  stress.  Physicians  often  serve  to  exacerbate  an  already 
highly  charged  and  tense  situation  by  presenting  the  parents  of  an 
infant  with  severe  disabilities  with  life  and  death  choices  that  they 
would  never,  ever  consider  presenting  to  parents  of  a  nondisabled 
child.*0. 

"  ^Adorable*  Baby  Jane  Doe  Finally  Is  Home,  Milwaukee 
Sentinel,  May  25,  1984,  pt  I,  at  8,  col.  1. 
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•They  said  she'd  onJy  know  pain  and  that  she  wouldn't 
recognize  us,**  Linda  said.  "If  we  had  placed  her  in  ^ 
home,  she  would  have  been  like  they  said.  Now,  she's  a 
and  doing  ♦hings."" 

Although  parents  may  seek  to  do  what  they  think 
is  best  for  their  children,  their  assessment  of  what  is 
best  depends  on  the  information  they  have.  Nondisa- 
bled  parents  who  are  suddenly  confronted  with  the 
birth  of  a  child  with  a  disability  are  not  likely  to 
enter  the  decisionmakmg  proce^is  with  a  background 
of  adequate  and  accurate  information.  Adrienne 
Asch,  who  teaches  social  psychology  at  the  Qty 
College  of  New  York,  testified: 

{BJecause  parents  of  disabled  children,  and  especially 
disabled  newborns,  rarely  share  this  minority  characteris- 
tic [of  being  a  person  with  a  disability],.  .  .they  are  in  an 
extremely  diHicul/  position  to  advocate  for  that  infant 
The  parents  of  other  children  with  minority  characteristics 
can  do  this  much  better.  They  know  what  life  holds  in 
store  for  that  infant  and  their  child.  They  can  advocate 
against  those  who  would  hurt  their  children  for  those 
minority  characteristics,  because  even  though  they  may 
know  that  life  b  fraught  with  problems,  it  is  also  going  to 
contain  various  joys. 

But  the  parents  of  a  disabled  infant,  moments,  days  after 
its  birth,  have  very  little  such  information.  In  fact,  they  are 
likely  to  have  b^  given  information  by  physicians,  by 
social  v/orkcxs,  by  any  other  professionals,  by  clergy,  that 
reinforces  whatever  stereotypes  they  have  about  the  limits 
and  deficits  and  tragedy  of  so-called  defective,  deformed, 
damaged  infants.** 

There  seems  to  be  near  unanimity,  from  health 
care  personnel  who  support  as  well  as  those  who 
oppose  denial  of  tr^tment,  that  in  all  but  i  handful 
of  cases  the  manner  and  content  of  the  medical 
provider's  presentation  of  the  issue  will  be  decisive 
in  determining  the  parent'*  **deci"»on."  One  nurse 
has  written: 

Whether  and  to  what  extent  such  children  are  treated 
can  be  influenced  hy  physicians  and  nurses.  Suppose,  for 
example,  the  staff  tells  the  parents,  "It  is  possible  to 
operate  on  your  baby  acd  close  his  back,  but  his  legs  will 
still  be  paralyswi  and  deformed.  Most  likely  he  will  never 
have  bowel  or  bladder  control  and  will  probably  develop 


"  KcTTtBaby  Doe*s  5«c«si(;]  Progress  Defying  Prognosis,  News- 
day,  Dec.  7,  1987,  at  2,  23. 

"  Protection  of  Handicapped  NeTvboms:  Hearing  Btfort  the  United 
States  Commissicn  on  Civil  Rights  125-26  (1986)  (vol.  II)  (testimo- 
ny of  Adrienne  Asch,  Adjunct  Lecturer  in  Social  Psychology, 
City  College  of  New  York).  See  also  id  at  141  (testimony  of  Mary 
Jane  Owen,  Director,  Disability  Focus,  Inc.)  ("Unfortunately, 
handicapped  infants  are  bom  into  alien  families,  families  th>t  have 


hydrocephalus,  which  may  require  many  operations  with 
possible  complications.  Or,  we  can  do  nothing  and  ^llow 
him  to  Uie."  Would  you  be  surprised  if  the  parents  opted 
for  death? 

On  Che  other  hand,  a  positive  attitude  can  go  a  long  way 
in  persuading  parents  to  accept  their  baby.  This  has  been 
the  stance  of  our  nursing  staff.  We  encourage  parents  to 
touch,  hold,  feed,  talk  to,  and  play  with  their  infant  We 
tell  them  to  bring  in  music  boxes,  toys,  and,  later,  even 
clothes.  By  focusing  on  the  normal  things  the  baby  does, 
we  foster  a  positive  image  of  the  child.  For  example,  we 
might  say,  "Look  how  strongly  he  sucks"  and  *'See  how 
tightly  she  holds  your  finger."  We  try  to  emphasize  that 
their  baby  does  things  all  babies  do.*' 

One  of  the  lead  physicians  involved  in  the  selec- 
tive treatment  program  at  Children's  Hospital  of 
Oklahoma,"  Dr.  Richard  Gross,  has  said:  "I  ihink  it 
takes  a  great  deal  of  courage  on  the.  .  .[part]  of 
parents  to  say,  in  the  face  of  a  recommendation  from 
a  physician,  that  they  wish  to  go  counter  to  that. 
They  certainly  do  not  have  the  background  at  the 
time  th^  child  is  bom  to  really  know  what  is 
expected.''**  Dr.  Mildred  Stahlman  was  even  more 
direct: 

I  can  persuade  99  percent  of  parents  to  my  way  of  thinking 
if  I  really  work  at  it,  even  if  I  am  100  percent  wrong.  If  I 
tell  them  in  such  a  way  that  I  appear  concerned  and  that  I 
am  knowledgeable  and  that  I  have  their  interest  at  heart 
and  the  interest  of  their.  .  .newborn  baby,  there  is  no 
question  in  my  mind  but  that  they  will  let  me  "cut  off  that 
infant's  head."** 

From  a  treatment  perspective  opposite  to  that  of  Dr. 
Gross,  Dr.  David  McLone  testified  concerning  his 
experience  with  parents  of  children  with  spina 
bifida: 

I  have  now  treated  about  300  newborns  and  had  this 
midnight  discussion  with  about  300  families,  and  I  have 
j<ot  had  one  family,  once  fully  informed  of  the  availability 
and  the  likely  outcome  of  treatment,  who  has  refused  to 
have  the  back  repaired  at  the  time  of  birth. 

In  my  experience  in  the  cases  I  am  familiar  witli  where 
the  decision  was  made  not  to  close  the  back,  that  decision, 
in  essence,  was  made  by  the  physician  and  by  what  he  told 

already  probably  stated  the  only  requirement  they  have  of  a  child 
was  that  it  must  be  perfect.  .  .  .**). 

"  Homer,  Selective  Treatment*  84  Am.  J.  Nursing  309,  309-10 
(19S4). 

"  See  chap.  1  and  text  accompanying  notes  7-15. 
»•    Take  7Vw  iVho  Lives,  (Vho  DiesT-^Part  II  (Cable  News 
Network,  Feb.  22,  19S4),  (Radio-TV  Monitoring  Service,  Inc.. 
Transcript  at  5). 

»•  Quoted  in  Patrick,  Uttte  Murders,  10  New  Times  32, 36  (1978). 
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the  family,  and  the  family  went  along  with  the  decision  of 
the  phydcian  not  to  close  the  back.*' 

The  same  picture  emerged  from  testimony  elicited 
from  ihOsiz  asscciatcJ  with  health  care  consumers 
The  deputy  director  of  the  National  Information 
Center  for  Handicaj,^  Children  and  Youth,  Patri- 
cia McGill  Smith,  described  an  instance  in  wWch 
parents  of  a  child  with  spina  bifida  received  a 
medical  recommendation  of  no  treatment  based  on 
that  disability  and  **predictable  mental  retardation." 
They  initially  accepted  this  recommendation.  "Her 
parents  were  loving,  good  people,"  Smitii  testitied, 
"buv  they  were  operating  on  the  directive  of  the 
doctor  who  said,  why  sustain  the  life  of  someone 
who  will  have  two  kinds  of  disabilities.  .  .  .Those 
parents  were  given  inaccurate  information.  .  •  ."As 
the  leader  of  a  parent-to-parent  support  group. 
Smith  was  called  in  to  assist  the  parents.  She 
provid^  them  with  more  accurate  information 
about  the  prognosis  for  their  child  and  the  support 
systems  available  for  them,  and  in  time  the  parents 
changed  their  mind.  Today,  the  girl  is  alive,  without 
a  trace  of  mental  retardation.'* 

Betsy  Trombino,  the  parent  of  a  child  with 
orthopedic  disabilities,  has  worked  for  6  years  in  the 
fleld  of  parent  support*  She  testified; 

We're  asked  to  make  decisions  as  to  whether  our  children 
live  or  die,  and,  yet,  all  the  information  is  coming  from 
people  saying,  he'll  never  do  this,  he'll  never  do  tha',  he's 
not  ever  going  to  go  to  school  or  walk  or  talk  or  even  roll 
over,  so  why  would  you  want  him  to  live?« 

Misinformation  Among  Medical  Personnel 
Special  Education  Professor  Ruth  Luckasson  de- 
scribed the  prevalence  of  misiiifonnation  among 
many  health  care  personnel  and  the  bioethicists  who 
advise  them: 

Regrettably,  reports  of  the  advances  in  special  educa- 
tion, habilitation  and  rehabilitation  have  not  yet  received 
wide  dissemination  in  either  the  popular  media  or  the 
literature  of  other  professions.  .  .  .[Ojur  review  of  the 
medical  literature  and  the  literature  of  the  new  bioethicists 


«»  Protection  ofHandkappcd  Newborns:  Hearing  Before  the  United 
States  Commlsshn  on  Civil  Rights  19  (1985)  (vol.  I)  (testimony  of 
Dr.  David  McLonc,  Chairmin,  Division  of  Pedifttnc  Neurosur- 
gery, Children's  Memorial  Hospital,  Chicago,  ni.). 
»  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Cirll  Rights  254-55  (1986)  (vol  IQ  (testimo- 
ny of  Patricia  McGill  Smith,  Deputy  Director,  Nfirional  Infbrma* 
tion  Center  for  Handicapped  Children  and  Youth). 
»  Id  at  263-64  (testimony  of  BcUy  Trombino). 
»*  Id  at  97  (testimony  of  Prof.  Ruth  Luckasson,  Department  of 
Specbl  Education,  University  of  New  Mexico). 
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revealed  that  tjyical  physicians  and  bioethicists  have  little 
or  no  familiarity  with  life  possibilities  or  community 
resources  avai^^ble  to  individuals  who  are  bom  with 
handicaps. 

Parents,  who  typically  receive  the  information  on  the 
life  prospects  of  their  disabled  son  or  daughter  from  their 
physician,  cannot  uniformly  expect  information  free  of 
false  stereotypes  and  archaic  prejudices.  To  the  extent  that 
parents  rely  on  such  misinformation  as  they  make  life  and 
death  decisions  about  their  sons  and  daughters,  their 
children's  vulnerability  to  discriminatory  treatment  is 
aggravated.'* 

Surgeon  General  Koop  testif?ed: 

Pit's  very  diflicult  for  somebody  to  know,  for  example,  as 
a  pediatrician  who  sees  only  one  or  two  of  these  in  a 
lifetime,  if  that,  just  how  other  parents  have  done  innova- 
tive and  creative  things,  have  rallied  community  support, 
have  established  organizations  that  are  anatomically  de- 
signed for  that  particular  defect;  and  therefore,  he  tends  to 
be  a  little  less  enthusiastic  about  what  can  be  done  than  if 
he  had  all  of  this  information  at  Jiis  hands.'* 

Dr.  McLone  took  a  similar  position: 

The  problem  that  I  have  noted  and  have  been  involved 
in  with  the  decisionmaking  process  has  been  primarily 
ignorance  on  the  part  of  the  physician  who  is  first 
confronted  with  the  child,  who  then  misinforms  the 
family,  and  based  on  inappropriate  information,  the  family 
usually  makes,  in  my  opinion,  the  right  decision  based  on 
that  information.  However,  the  informaticn  they  have 
been  given  is  so  inconsis:ent  and  out  of  line  with  what 
most  majo«"  centers  in  the  United  States  are  experiencing  at 
this  time  that  the  child  is  denied  care  based  on  misinforma- 
tion.^ 

Inaccurate  stereotypes  are  quite  pervasive;  so 
much  so,  indeed,  that  five  members  of  the  Supreme 
Court  have  characterized  the  history  of  mistreat- 
ment of  people  with  mental  disabilities  as  "gro- 
tesque."^ 

Weight  of  Parental  Decisions 

In  light  of  this  background  Professor  Ellis  testi- 
fied that  frequently  the  parental  agreement  to  forego 
lifesaving  treatment  for  their  ne^'bom  child  with  a 

•»  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  12  (1985)  (vol.  I)  (testimony  of 
C  Everett  Koop,  M.D.,  Surgeon  General,  U.S.  Public  Health 
Service). 

"  IdtXl  (testimony  of  Dr.  David  McLonc,  Chairman,  Division 
of  Pediatric  Neurosurgery,  Children's  Memorial  Hospital,  Chica- 
go. 111.). 

"  City  of  Cleburne  v.  Cleburne  Living  Center,  473  U.S.  432, 454 
(1985)  (Stevens,  J.  &  Burger,  CJ.,  concurring),  and  id  at  461 
(Marsnall,  Brennan  &  Blackmun,  JJ.,  concurring  m  Vrt  and 
dissenting  in  part). 
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dbability  is  not  legally  adequate  to  constitute  in- 
formed conseiit: 

The  law  of  informed  consent.  .  .provides  some  gui- 
dance,. .  .because  legally  adequate  consent  requires  that 
the  individual.  .  .have  a  suflicient  amount  of  information 
to  make  a  legally  adequate  judgment  and  that  it  be  a 
voluntary  judgment,  that  is»  without  undue  influence  by 
others. 

And  both  on  voluntariness  and  particularly  on  the  point 
of  information,  to  suggest  that  the  involvement  of  parents, 
who  arc  often  ratifying  a  judgmer*  which  they 
thinlc  .  .[wis}  made  by  a  professional  on  the  basis  of 
current  kno*;|cdgc  that  may  not  indeed  be  without 
prejudice,  looldng  to  the  lands  of  requirements  in  consent 
law  may  suggest  to  us  that  it  b  inadequate  to  essentially 
launder  discrinunatory  d^,^sions  by  saying,  "Yes,  well  the 
parcnt.acquiesccd^in  them"  when  their  consent  may  not 
meet  those  tests.** 

Other  reservations  have  been  expressed  about 
taking  parental  denial  of  treatment  decisions  at  face 
value.  Sociology  Professor  living  Zola  testified  that 
recearch  suggests  that  miscommunication  as  well  as 
misinformation  lies  behind  many  of  them: 

[WJith  the  few  studies  that  have  come  out,  when  we  try  to 
study  what  the  doctor  thinks  he  ssld  and  what  the  patient 
thinks  bz  or  she  heard  in  the  situation,  the  discrepancies 
arc  so  enormous  that  one  might  go  so  far  as  to  say  that  any 
doctor-patient  encounter  should  have  a  mediator  or 
somebody  else  there  that  could  help  both  parties  commu- 
nicate with  each  other.** 

Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civtl  Rights  30  (1986)  (vol.  ID  '.tcstimony  of 
Prof.  Jtmcs  \t,  Ellis,  School  of  Uw,  University  of  New  Mexico). 
»  /dL  tl  200  (testimony  of  Prof.  Irving  Kenneth  Zol*.  Dcpart- 
m«tt  of  Sociology,  Brandeis  University). 


Carlton  Sherwood's  investigations  substantiate 
concerns  about  the  definitive  nature  of  many  par- 
ents' acquiescence  in  nontreatment  decisions. 

[W]hen  death  was  being  discussed,  parents  were  rarely,  if 
ever,  told  exactly  what  method  was  planned.  Euphemisms 
like  "let  nature  take  its  course"  cover  everything  from 
starvation  ^^o  deliberate  efforts  to  infect  the  newborns:  One 
can  only  speculate  what  would  happen  if  doctors  were 
required  to  put  their  nontreatment  recommendatioas  in 
writing  and  spell  out  clearly  for  parents  what  it  was  they 
intended  to  do  in  their  names,  along  with  the  consequences 
of  such  actions.** 

Dr.  Rosalyn  Benjamin  Darling  testified: 

Even  if  we  could  legislate  truly  informed  consent, 
however,  we  could  never  have  certain  knowledge  about 
any  child's  future  quality  of  lifr.  Sonic  bf-uic  pi^xcr»ts  who 
have  the  most  negative  attitudes  in  the  immediate  postpar- 
tum situation,  learn  to  love  their  children  dearly  months, 
weeks,  or  even  days  later.  Some  children  with  the  poorest 
medical  prognosis  shortly  after  birth  develop  into  normal, 
healthy  children.  Very  few  cases  are  predictable  with  any 
degree  of  certainty.  Treatment  in  most  cases,  therefore, 
seems  appropriate.'* 

Conclusion 

The  evidence  is  strong  that  in  many  instances  in 
which  lifesaving  treatment  is  denied  to  children  with 
disabilities,  those  decisions  are  often  influenced  by 
what  physicians  tell  parents.  In  practice,  doctors  are 
often  the  prime  movers  in  denying  the  treatment. 

*•  Jd,  tX  50  (testimony  of  Carlton  Sherwood). 
"  Protection  of  Handicapped  Newborns:  Hearing  Brfdre  the  United 
States  Commission  on  Civil  Rights  182  (1986)  (vol.  II)  (testimony 
of  Dr.  RosAlyn  Benjamin  Darling*  Director,  Early  Intervention 
Services,  City  Council  Clinic  in  Johnstown,  Inc.). 
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^Ouptcr  3 

The  Role  of  Quality  of  Life  Assessments  in 
Denial  of  Medical  Treatment 


One  of  the  most  common  justifications  given  for 
denying  treatment  to  children  with  disabilities  is  that 
there  are  circumstances  in  which  it  is  in  the 
children's  best  interests  to  spare  them  ,a  life  of 
miacceptably  poor  quality.  In  the  words  of  Dr. 
Norman  Fost^  chairman  of  the  Committee  on 
Bioethics  of  the  American  Academy  of  Pediatrics: 

Profound  handicap  may  be  a  compelling  reason  for 
allowing  a  patient  to  die.  For  example,  consider  the  infant 
with  a  severe  intracranial  hemorrhage  and  respirator 
dependency  who  is^  profoundly  b'^'n  damaged  but  not 
comatose.  Ever-improving  technoL^  makes  it  possible  to 
keep  such  patients  alive  for  longer  periods*  Some  live  in 
intensive  care  units  for  years,  or  at  home  at  enormous 
expense.  The  treatment  clearly  has  medical  benefit— it 
maintains  respiratory  functions  and  prevents  the  complica- 
tions of  respiratory  arrest— yet  it  often  seems  to  serve  no 
interest  of  the  patient,  who  cannot  appreciate  any  of  the 
joys  of  living.* 

Impairment  or  Societal  Attitudes? 

The  testimony  presented  to  the  Commission  and 
its  research  suggest  that,  with  few  exceptions, 
people  who  themselves  have  disabilities  reject  this 
form  of  analysis.  In  a  letter  to  the  editor  criticizing  a 
columnist's  support  for  denial  of  treatment  to  Baby 
Jane  Doe  because  the  child's  life  would  be  "barren 
of  joy,"  Price  Grisham  wrote: 

When  will  people  who  are  perfectiy  intelligent,  clear- 
headed and  well-educated  stop  assuming  that  one  must  be 
healthy,  handsome  and  preferably  wealthy  to  be  human 
and  happy?  I  am  not  healthy  (I  have  cerebral  palsy),  not 

'  Fwt,  Treatment  of.  Seriously  III  and  Handicapped  Newborns,  2 
Critical  Care  Clinics  149,  153  (1986). 
•  Grishaai,BflZyi>)€;  Washington  Post,  Dec.  11,  1983,  at  C6.Sw 
also  Protection  of  Handicapped  Newl>oms:  Hearing  Before  the 
United  States  Commission  on  Civil  Rights  272  (1986)  <vol.  II) 
(testimony  of  Robert  R.  Williams,  Project  Analyst,  D.C  Associa- 
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handsome  and,  as  a  GS-5  clerk,  will  probably  never  be 
wealthy. 

My  childhood  and.  .  .[adolescence]  were  spent  in  more 
than  a  decade  of  operations  and  therapy.  Yet  I  am  quite 
sane  and  quite  firm  when  I  state  that  I  would  not  exchange 
my  handicapped  body  for  that  of  the  most  muscular 
Redskins  player,  for  through  it  I  have  learned  more  in  the 
30  years  of  my  life  than  some  people  learn  in  a  century.* 

Typical  of  the  views  of  many  people  with  disabili- 
ties is  this  editorial  from  a  leading  disability  rights 
movement  newspaper,  The  Disability  Rag: 

The  issue  is  that  everyone  agrees  that  life  as  a  disabled 
person  is  most  probably  a  fate  worse  than 
death.  .  .  .That's  the  accepted  fact  Many  of  us,  in  fact, 
don*t  accept  it  at  all.  .  .  . 


Who  stops  to  figure  out  why  being  disabled  is  such  a 
horrible  fate?  Most  disabled  people  (y:t  can  assume  we*re 
the  experts  in  this)  will  tell  you  that,  despite  what 
everyone  thinks,  the  disability  itself  is  not  what  makes 
•everything  difficult  What  causes  the  difficulty  are  the 
attitudes  society  has  about  being  disabled:  attitudes  that 
make  a  disabled  person  embarrassed,  insecure,  uncomfort- 
able, dependent  And  the  physical  environment 

The  physical  environment  that  keeps  on  being  de- 
signed. .  .  .[wjith  no  thought  ever  routinely  given  to 
designing  things  everybody  can  simply  use.  .  .  . 

Of  course  disabled  people  rarely  can  talk  of  quality  of 
life.  But  it  has  precious  littie  to  do  with  deformity,  and  a 
great  deal  to  do  with  society's  own  defects. 

tion  for  Retarded  Citizens)  C*Society  places  too  much  emphasis 
on  the  perception  of  quality  of  life,  perceived  value,  intelligence 
and  physical  agility.  Traditionally,  persons  with  severe  disabilities 
have  not  been  consulted  on  those  issues  which  have  affected  them 
most  I  think  my  life  has  been  worth  living;  Vm  confident  my 
family  and  those  I  care  for  feel  the  same  way.")- 
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This  said,  we  can  get  back  to  talking  about  the  newborn 
infant  with  a  deformity.  Now  we  can  ask  why  those 
parents  would  be  happier  seeing  it  dead.  Today,  that  child 
means  much  expense,  confinement  to  home,  special 
schools;  special  transportation,  life  in  an  institution.  The 
public  talks  about  that  kind  of  a  life  as  though  it  is  simply 
inevitable  for  deformed  infants.  What  they  should  be 
asking  is  'Vhy  is  it  inevitable?" 

The  issue  is  rights,  but  the  issue  is  not  the  right  to  die.  It 
is  the  right  to  live  in  a  society  that  wants  you.  And  it's 
easier  for  our  society  to  get  rid  of  these  kinds  of  people 
right  at  the  start  than  to  deal  with  why  life  is  so  horrible  for 
these  people.  Our  society  is  what  makes  it  horrible.  We 
have  the  power  to  change  that' 

When  Dr.  Walter  Owens,  the  physician  who 
delivered  Bloomington's  Infant  Doe,  appeared  be- 
fore the  Commission,  he  read  a  letter  from  a  couple 
who  had  written  in  support  of  the  decision  to  let  a 
child  with  Down  syndrome  die.  The  letter  focused 
far  more  on  the  societal  reaction  that  made  life 
difficult  than  on  impairments  inherent  in  the  disabili- 
ty itself.  These  parents  wrote  that  they  regretted 
choosing  life-saving  surgery  for  their  child's  esopha- 
'geal  atresia:  "My  husband  and  I  chose  life  and  got  a 
hellish  existence  instead."* 

That  view  was  based  ahnost  entirely  on  the  lack 
of  acceptance  their  son  encountered.  After  referring 
briefly  to  health  problems  such  as  "respiratory 
infectionsU.  .  .severe  allergies  accompanied  by 
congestion,  fatigue,  irritability,  sinus,  and  ear  infec- 
tions," the  couple  stated: 

The  real  trouble  started  for  Charles  when  he  became  old 
enough  to  play  outside.  Although  there  were  some 
instances  of  cruelty  to  our  Down's  child,  the  main 
expression  to  him  by  neighborhood  children  has  been  to 
igaore  him.  For  seven  years,  Charles  was  a  bystander  who 
was  permitted  to  sit  on  the  side  and  watch  their  ball 
games.  As  a  result  of  this  experience,  our  son  became  a 
nonperson.  His  self-image  plummeted,  and  one  day  he 
began  to  stutter.  At  first  barely  perceptible,  the  stuttering 
increased  to  a  very  severe  level.* 

The  parents  went  on  to  tell  how  they  eventually 
sent  Charles  away  to  a  special  residential  school 


»  Killing  Babies:  Left  and  Righu  The  Disability  Rag,  May  1983,  at 
2,  6,  ©  1983  by  The  Advocado  Press,  Inc.  Reprinted  with 
permission.  This  view  is  consistent  with  Harlan  Hahn's  descrip- 
tion of  a  '^sociopolitical  understanding  which  regards  disability  as  a 
product  of  the  interaction  between  the  individual  and  the 
environment.  .  .  .Whereas  the  medical  approach  concentrates  on 
inabilities  affecting  individual  performance,.  .  .the  sociopolitical 
perspective  emphasizes  the  social  environment  and  the  impor- 
tance of  cultural  expectations."  Hahn,  Public  Policy  and  Disabled 
Infants:  A  Sociopolitical  Perspective*  3  Issues  in  L.  &  Med.  3,  3-4 
(1987)  (emphasis  in  original). 


where  he  is  "now  protected  from  the  'kindness*  of 
society."*  Looking  toward  the  future,  they  asked, 
"Will  there  be  a  group  home  and  some  sort  of  semi- 
independent  living  arrangement  for  Charles  or  will 
our  son  be  reduced  to  the  subhuman  institutional 
existence  presently  endured  by  the  majority  of 
retarded  citizens?"^ 

To  accept  a  projected  negative  quality  of  life  for  a 
child  with  a  disability  based  on  the  difliculties 
society  will  cause  the  child,  rather  than  tackling  the 
difficulties  themselves,  is  unacceptable.  The  Com- 
mission emphatically  rejects  the  view  that  an  accept- 
able answer  to  discrimination  and  prejudice  is  to 
grant  the  "right  to  die"  to  those  against  whom  the 
discrimination  and  prejudice  exists.  It  is  not  tolerable 
to  choose  death  for  children  with  disabilities  as  the 
societal  response  to  unjust  treatment  of  people  with 
disabilities. 

As  Robert  Williams,  now  deputy  dhrector  of  the 
Pratt  Monitoring  Program  of  the  D.C.  Association 
for  Retarded  Citizens,  who  himself  has  a  physical 
disability  and  uses  communication  aids,  testified: 

The  way  to  secure  commitments  [to  improve  the  way 
people  with  disabilities  are  treated  and  the  services  they 
receive].  .  .is  not.  .  .[to]  suggest  that  care  be  withheld 
from  newborn  infants  with  severe  disabilities  until  an 
adequate  funding  is  provided  to  help  them  obtain  their 
maximum  developmental  potential.  What  benefit  can 
result  from  this  strategy?  At  best  it  can  be  seen  as  an 
extreme  example  of  circular  reasoning.  At  worst  it  can 
lead  to  the  most  vicious  of  circles.  Appropriate  support 
services  necessary  to  assist  the  families  of  newborns  with 
severe  disabilities  to  love  and  care  for  their  child  in  their 
own  home  will  not  be  available  as  long  as  we  devalue  the 
life  of  a  child  so  much  that  it  becomes  acceptable  to 
withhold  the  most  ordinary  care.« 

Even  when  a  negative  conclusion  about  the 
quality  of  life  of  a  person  with  a  disability  is  not  so 
self-consciously  grounded  in  projections  about  the 
behavior  of  others,  as  in  Dr.  Owen's  example,  it  may 
nevertheless  be  based  on  a  view  of  disability  colored 
by  societal  assumptions  and  expectations.  Professor 
Harlan  Hahn  explains: 

*  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  212  (1986)  (vol.  II)  (testimony 
of  Walter  Owens,  M.D.)  (quoting  anonymous  letter). 

«  M  at  212-13. 
'  Id,  at  213. 

•  Protection  of  Handicapped  Netvboms:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  272  (1986)  (vol.  II)  (testimony 
of  Robert  R.  Williams,  Project  Analyst,  D.C.  Association  for 
Retarded  Citizens). 
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If  it  is  possible  to  characterize  succinctly  the  prevalent 
popular  understanding  of  disability,.  .  .the  sentiment 
might  be  describee*  by  the  phrase  "personal  misfortune." 
Disabled  children  and  adults  are  commonly  perceived  as 
the  "victims"  of  ill  fortune  or  adversity  which  can  only  be 
"overcome"  through  extraordinary  displays  of  personal 
courage  and  perseveranccr  The  image  is  constantly  rein- 
forced in  the  mass  media*  not  only  by  feature  stories  that 
depict  the  supposedly  renuu'kable  accomplishments  of  a 
specific  disabled  individual  but  also  by  telethons  and  other 
presentations  that  portray  disabled  persons  as  weak, 
pathetic,  and  helpless.  For  the  nondisabled  majority,  there 
ar  apparently  only  two  kinds  of  people  with  disabilities: 
the  jverachievers,  who  gain  acceptance  by  performing 
superhuman  feats,  and  the  despondent^  who  are  doomed  to 
an  unthinkable  fate. 

.  .  .Little  thought  is  given  to  the  possibility  of  modify- 
ing the  environment  or  of  developing  policies  to  enhance 
the  status  of  disabled  persons.  .  . 

In  short,  decisions  purportedly — and  often  smc- 
erely — made  on  the  basis  of  the  "best  interests"  of 
children  with  disabilities  are  all  too  frequently 
tainted  by.  what  the  Supreme  Court  has  character- 
ized in  the  context  of  housing  discrimination  against 
people  with  mental  disability  as  "irrational  prejudi- 
ce."" 


Positive  Quality  of  Life  for  Persons  with 
Disabilities 

The  Commission  received  extensive  testimony 
documenting  the  good  lives  that  people  with  disabil- 
ities can  have  when  barriers  to  their  full  integration 
are  decreased,  adequate  access  is  established  to 
education  and  employment,  and  pessimistic  prog- 
nostications are  not  permitted  to  become  self-fulfiU- 
ii.j  propnecies.  Indeed,  Professor  Ruth  Luckasson, 
who  coordinates  mental  retardation  programs  at  tlie 
University  of  New  Mexico,  stated: 

The  lives  of  the  infants  bom  with  disabilities  or  who 
acquire  disabiliies  after  birth  have  more  potential  now 
than  at  any  othe.*  time  in  our  history.  Babies  who  receive 
nondidcriminator)  medically  indicated  treatment  can  ex- 
pect to  become  participating  citizens  leading  rich  lives  as 
members  of  their  comraunity." 


•  Hahn,  supra  note  3,  at  4-5. 

>o  City  of  Cleburne  v.  Cleburne  Living  Center,  473  U.S.  432. 450 
(1985). 

"  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  95  (1986)  (vol.  II)  (testimony  of 
Prof.  Ruth  Luckasson,  Department  of  Special  Education,  Univer- 
sity of  New  Mexico). 

"  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  7-8  (1985)  (vol.  I)  (testimony  of 
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Medical  progress  has  been  ongoing,  m^ng  obso- 
lete predictions  based  on  past  experieace.  Surgeon 
General  C.  Everett  Koop  testified:  "My  own  life- 
time ha*  seen  a  complete  reversal  of  success  and 
failure.  When  I  first  began  in  the  field  of  pediatric 
surgery  in  1946,  most  of  the  things  that  now  have  a 
95  percent  survival  had  a  95  percent  mortality,  and 
indeed,  some  carried  a  100  percent  mortality."" 

Madeleine  Will,  Assistant  Secretary  for  Special 
Education  and  Rehabilitative  Services  at  the  De- 
partment of  Education,  described  the  striking  prog- 
ress seen  in  recent  decades. 

Twenty  years  ago,  the  opportunities  available  to  a 
severely  impaired  young  adult  might  well  have  been 
meager.  .  .  .Today,  as  a  result  of  the  op^iortunities  of- 
fered by  the  Education  of  the  Handicapped  Act  and  the 
Rehabilitation  Act  of  1973  and  the  technological  advances 
that  are  in  no  small  part  related  to  these  landmark  pieces  of 
legislation,  the  possibilities  are  h^nitless. 


For  over  a  decade,  infants  with  severe  impairments 
associated  with  Down's  syndrome  and  spina  bifida  have 
been  placed  in  programs  within  weeks  after  birth.  In  States 
where  services  are  mandated  at  birth,  educators  and 
therapists  provide  instruction  within  the  child's  home  on  a 
regular  basis.  In  many  instances,  before  they  reach  the  age 
of  3,  children  are  enrolled  in  preschool  programs,  often 
with  nonhandicapped  children  as  classmates.*' 

As  Ed  Roberts,  president  of  the  World  Institute 
on  Disability  and  former  director  of  the  California 
Department  of  Rehabilitation,  put  it,  "At  first  we 
thought  people  couldn't  learn,  but  then  we  recog- 
nized we  didn't  know  how  to  teach.  Now  Wv^'ve 
learned  how  to  teach  people."" 

Approximately  4.2  million  children  are  now  in 
special  education  programs  nationwide.  Particularly 
impressive  progress  in  maximizing  the  potential  of 
children  with  congenital  disabilities  has  come  from 
the  growing  use  of  "early  intervention,"  an  ap- 
proach in  which  preschool  children  are  provided 
stimulation  and  education  to  develop  their  capaci- 
ties. With  the  widespread  success  of  these  programs 
for  children,  focus  is  now  being  pla.  ,d  on  the 

C.  Everett  Koop,  M.D.,  Surgeon  General,  U.S.  Public  Hcclth 
Service). 

"  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  84-85  (1986)  (vol.  II)  (testimony 
of  Madeleine  Will,  Assistant  Secretary  for  Special  Education  and 
Rehabilitative  Services,  U.S.  Department  of  Education). 

Id  at  106  (testimony  of  Ed  Roberts,  President,  World  Institute 
on  Disability). 
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tomsitipn  from  education  to  employment*  with 
particular  attention  to  "supported  employment,''  in 
which  those  with  the  most  severe  di^bilities  are 
giveti  ongcrins  assistance  in  training  and  supervision 
while  cmploysd." 

Advances  in  education  have  been  paralleled  by  an 
incre88<^  in  support  groups  for  parents  of  children 
with  disabilities.  The  deputy  director  of  the  National 
Information  Center  for  Handicapped  Children  and 
Youth  testified: 

There  are  better  and  more  available  parent-to-parent 
advocate  support  services  today  than  there  were  10  years 
ago.  That  doesn't  mean  that  there  are  all  the  supports 
needed  to  sustain  the  help  that  families  need,  but  as  far  as 
parent«to-parcnt  supportive  services,  at  the  time  whesi  a 
child  is  bom,  there  arc  people  who  arc  trained  and  who 
are  willing  to  go  in  and  help  those  families,  and  1  would 
say  I  could  find  someone  for  every  major  medical  center 
in  this  country  that  could  do  that.  .  .  .[PJarent  advoca- 
cy. .  .is  available  and  there  are  people  who,  if  they  have 
to  make  long  distance  calb  or  malce^a  trip,  will  go  and  help 
parents  when  they  find  out  they  have  this  need.  And 
indeed  there  are  many  systems  in  place  to  help  the  medical 
community,  the  legal  community,  th<^  nursing  staffs,  to 
know  how  to  get  that  help  in." 

Also  contributing  to  improvements  in  the  last  20 
years  has  been  progress  in  rehabilitation  technology, 
such  as  power  wheelchairs  ^d  machines  that  assist 
people  with  vocal  impairments  to  speak. Ed 
Roberts  emphasized  another  critical  aspect  in  the 
achievement  of  potential:  motivation  to  attempt  and 
to  innovate. 

I  was  told  for  years  by  the  doctors  1  couldn't  have  a  power 
chair;  in  fact,  it  was  impossible,  I  didn't  have  the  kind  of 
muscles. 

"  Id.  at  87-88  (testimony  of  Madeleine  WJll,  Assistant  Secretary 
for  Special  Education  and  Rehabilitative  Services,  U.S.  Depart- 
ment of  Education).  Professor  Lunkaascn  testified:  **In  my  own 
community,  essentially  all  handicapped  cHildrcji,  -regardless  of  the 
severity  of  their  disability,  are  educated  on  regular  school 
campuses,  not  on  isolated  ca^rpuses,  a^e  integrated  to  the 
T^attmnm  extent  appropriate  wi  ;i  nonhandicapped  chUdren.**  I<L 
at  95  (testimony  of  Prof.  Ruth  Luckns'onr  Dq)arM-int  of  Special 
Education,  University  of  New  Me>\co). 
>•  Id  at  256  (testimony  of  Patricia  McGiii  Smith,  Deputy 
Director,  National  Information  Center  for  Hm^dicapped  Children 
and  Youth). 

"  Id  at  108-09  (testimony  of  Ed  Roberts,  Prcsideii/,  Worid 
Institute  on  Disability). 
"  Id 

^*  See,  tg.,  supra  note  7  and  accompanying  text.  See  also 
Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  269-70  (1986)  (vol.  II)  (testimo- 
ny of  Robert  R.  Williams,  Project  Analyst,  D.C.  Association  for 
Retarded  Citizens). 


Well,  I  fell  in  love.  .  .  .and  it  wai  cidiculously  inconve- 
nient to  take  v,\y  attendant  everywhere  with  me,  I  jusl 
couldn't  be  aloae.  Well  I  learned  how  to  drive  a  power 
chair  in  2  days.  .  .  . 

I  think  sometimes.  .  .we  forget.  .  .that  people  can  do 
incredible  things  d»^^*e  the  prejudices,  despite  the  dire 
predictions,  if  we  g. , .  them  le  ftelp  they  need.  In  this 
case,  all  I  needed  was  something  to  adapt  the  wheelchair 
for  me>  to  turn  the  controller  tround;  it  didn't  cost 
anything  really,  and  I  probably  sav^id  the  St^ite  thousands 
of  dollars  in  people  pushing  me  arcnnd  to  my  classes  and 
to  other  places." 

Repeatedly,  those  who  support  denying  lifesaviwg 
treatment  to  children  with  severe  disabilities  invokv^ 
the  horrors  of  institutionalization.**  However,  Spe- 
cial Education  Professor  Ruth  Luckasson  informed 
the  Commission: 

Research  such  as  that  conducted  in  the  case  of  the 
deinstitutionalization  of  all  of  the  residents  of  Pennhurst 
State  School  indicates  that  handicapped  people,  irrespec- 
tive of  the  severity  of  their  disability,  can  live  in  the 
community.  The  fact  that  they  don't  is  a  policy  decision 
that  has  been  made  by  this  society,  not  a  reflection  of  their 
functioning  ability.** 

Although  there  is  considerable  experience  with 
the  effectiveness  of  integrated  community  living 
policies  in  a  variety  of  places  across  the  country,  the 
availability  of  services  to  assist  in  finding  employ- 
ment and  educational  rehabilitative  services  is  still 
spotty,  varying  from  State  to  State  and  sometunes 
from  community  to  community.**  This  reality  may 
partially  account  for  the  continuins  view  of  many 
that  the  lives  of  people  with  severe  disabilities 
remain  hopeless. 

"  Protection  of  Handicapped  Nev/boms:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  96  (1986)  (vol  II)  (testimony  of 
Prof.  Ruth  Luckafson,  Department  of  Special  f^lucation,  Unive> 
sity  of  New  Mexico).  See  also  id,  at  98-99;  and  ch^p.  4. 

Protection  of  Handicapped  Newt}oms:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  100-02  (1986)  (vol.  II)  (testimo- 
ny of  Prof.  Ruth  Luckas^i  i.  Department  of  Special  Education, 
University  of  New  Me  "  ^^e  also  id,  at  187-88  (testimony  of 
Dr.  Rosalyn  Benjamin  Danrng,  Director,  Early  Intervention 
Services,  City  Council  Clinic  xa  Johnstown,  Inc.)  (describing 
difficulties  for  families  of  children  with  disabilities  in  securing 
adequate  fmancial  support,  obtaining  an  appropnate  education, 
and  seeking  respite  care  and  support  facilities,  but  noting,  '^I'hese 
are  not-problems  that  are  inherent  in  the  disability.  If  we  had 
sufficient  support  facilities  in  society,  if  there  were  enough 
resources  out  there,  much  of  the  burden  v/ould  be  removed  from 
parents,  and  the  quality  of  life  of  all  concerned  would  be 
significantly  increased.  .  . 
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Quality  of  Life  and  Down  Syndrome 

Advocates  of  denial  of  treatment  have  attacked 
the  accuracy  of  the  positive  picture  of  the  potential 
quality  of  life  with  disability  that  appears  to  pre- 
dominate among  disability  experts  and  people  with 
disabilities  themselves.  The  physician  who  delivered 
Bloomington's  Infant  Doe,  Dr.  Walter  Owens, 
criticized  those  who  present  optimistic  scenarios  for 
children  with  Down  syndrome:  ''The  one  who  is 
involved  in  such  care  has^  to  be  enthusiastic  about  it 
or  he  can't  do  it,  but  sometimes  his  enthusiasm  is  not 
tempered  by  sufficient  realization  of  the  broader 
aspects  of  what  he  is  doing."" 

^ithough  Dr.  Owens  Ujoks  formal  training  in 
habilitation  or  the  diagnosis  of  future  disability  and 
although  he  perfonr.cd  no  neurological  testing  on 
Infant  Doe,"  he  did  not  hesitate  to  give  the  Indiana 
trial  court  this  projection  of  the  child's  future: 

My  testimony  was  to  the  effect  that  I  had  personally  had 
contact  of  One  sort  or  >»ncthi^r  with  a  considerable  number 
of  Down's  children  over  a  period  of  years,  that  some  of 
these  children  were  mere  •'^olobs.**  They  were  incapable  of 
doing  anything,  &nd  J  used  that  word.  That  others 
were.  .  .no  more  than  moderately  retarded,  that  this 
sounded  benign  enough  until  you  realize  what  "moderate 
retardation"  meant»  It  meant  that  these  children,  as  they 
grew  np,  were  unable  to  do  the  normal  things  that  normal 
children  can,  that  I  made  the  statement  in  regard  to  this, 
that  I  had  never  kno>vn  a  !>own*s  child  who  was  gainfully 
employed  outside  a  sheUered  workshop.  I  have  had  to 
revise  that  since  I  heard  of  one  Down's  child,  a  young 
woman,  who  is  washing  dishes  in  a  restaurant.  That^s  the 
sole  one  I  have  been  able  to  encounter.  I  have  never 
kiiown  a  Down's  child  able  to  live  on  its  [sic]  own.  They 
require  constant  attention  the  rest  of  their  lives.^* 

Dr.  Owens  also  told  the  Commission  that  the 
"lifetime  cost"  of  a  child  with  Down  syndrome 
would  "almost  surely  be  close  to  $1  million,'*  and 
that  ^The  great  majority  of  Down's  syndrome 
childrv'jn,  if  mey  survive  to  adulthood,  develop 

/fit  at  210  (testimory  of  Walter  Owens,  M.D.,  Bloomington 
Obstetrics  and  Gynecology,  Inc.). 
~  Id  at  224. 

^  Id.  at  224-25.  Owcjis  defined  "normal"  as  having  an  IQ  above 
80,  although  he  said  some  might  place  it  at  70  or  above.  "[I]n  any 
case,  a  child  [is  normal]  who  has  intelligence  that  would  enable 
him  to  function  as  an  independent  individual  in  our  society,  and 
whose  physical  handicaps  are  not  so  great  that  he  cannot  at  least 
have  some  function.  .  .  .**  /ct  at  225.  Pediatric  neurologist  Dr. 
Patitcia  Ellison  would  set  a  lower  level  for  the  point  below  which 
co'isideration  of  denial  of  treatment  is  appropriate.  Those  with  an 
IQ  of  50  to  70,  she  testified,  "by  and  large  live  independently, 
they  hold  jobs,  they  do  not  attain  levels^ of.  education  of  many 
people  present  in  this  room,  but  they  function  in  society."  Id.  at 
226.  In  her  view,  in  "decisionmaking  processes,  your  first  concern 


premature  Alzheimer's  disease,  and  the  last  part  of 
their  lives  is  spent  in  almost  total  dependency."  He 
said  such  a  child  is  ^*more  prone  to  develop 
leukemia,  which  is  usually  fatal."^* 

Dr.  Owens*  conclusions  are  strikingiy  out  of 
touch  with  the  contemporary  evidence  on  the 
capabilities  of  people  with  Down  syndrome.  One 
author  has  noted: 

Most  eorly  data  on  the  development  of  children  with 
Down  syndrome  had  come  from  institutional  populations 
where  the  lack  of  stimulation  and  even  deprivation 
obviously  lead  to  a  decrement  of  cognitive  development. 
Studies.  .  .generally  found  the  child  with  Down  syn- 
drome who  had  been  institutionalized  soon  after  birth  to 
be  at  a  severely  retarded  level.  Yet  children  who  had  been 
reared  at  home  had  a  more  advanced  cognitive  develop- 
ment, which  lasted  three  years  after  their  subsequent 
placement  in  institutions.  Other  studies  have  noted  the 
majority  of  children  reared  at  home  to  be  functioning  in  al 
least  the  moderately  retarded  range.^* 

One  study  has  shown  that  children  with  Down 
syndrome  who  participated  in  early  intervention 
programs  pertonned  at  consistently  higher  levels  of 
cognitive  and  adaptive  functioning  than  comparable 
children  raised  without  the  benefit  of  such  pro- 
grams, and  that  such  benefits  ''provide  a  [stable] 
foundation  for  subsequent  learning  and  develop- 
ment."^ Children  with  this  foundation  can  develop 
skills  that  might  otherwise  have  been  lost.  They  can 
learn  to  walk,  eat,  and  have  the  social  improvement 
that  sustains  the  will  to  learn— all  freeing  them  from 
the  need  for  "constant  attention." 

Both  anecdotal  evidence  and  empirical  studies 
confirm  that  the  availability  of  appropriate  educa- 
tion and  training  provides  a  sound  basis  for  optimism 
regarding  the  life  prospects  of  babies  bom  with 
Down  syndrome.  Six  studies  in  particular  demon- 
strate that  adolescents  and  adults  with  Dowi.  syn- 

should  be.  .  .[those  in  the]  profoundly  to  severely  retarded 
range.  .  .  .**  Id 
"  Id  at  234-35. 

»  Schnell,  Psychomotor  Development,  The  Young  Child  With 
Down  Syndrome  207.  209  (S.  Pueschel  ed.  1984)  (footnotes 
omitted). 

"  Connolly,  Morgan,  &  Russell,  Evaluation  of  Children  with 
Down  Syndrome  Who  Participated  in  m  Early  Intervention  Pro- 
graml]  Second  Follow-up  Study,  64  Physical  Therupy  1515  (1984). 
See  also  Dmitriev,  Coinition  and  the  Acceleration  and  Maintenance 
of  Developmental  Gains  Among  Children  With  Down  Syndrome: 
Longitudinal  Data,  \  1  Down's  Syndrome  6  (1988);  Hanson,  Early 
Intervention  for  Cuddren  With  Down  Syndrome*  in  New  Perspec- 
tives on  Down  Syndrome  (S.  Pueschel  et  al.  eds.  1987). 
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drome  can  acquire  skills  that  adv^mce  their  develop- 
ment of  independence. 

In  1974  Menolascmo  studied  the  attainment  of 
such  adaptive  and  independent  living  skills  as  ambu- 
lation, feeding,  dressing,  toilet  etiquette,  and  groom- 
ing among  a  population  of  72  adults  with  Down 
syndrome  'vith  a  mean  age  of  33.4  years.  Even 
though  these  individuals  learned  their  skills  in  a 
residential  facility  with  little  stimulation,  75  percent 
were  able  to  "walk  freely  and  unassisted,"  and  79 
percent  could  feed  themselves  "completely  and 
ucatly  without  help.  .  .  Sixty-four  percent  were 
able  to  undress  well  and  dress  partially,  i.e.,  "need- 
ing only  occasional  or  minor  help."  Finally,  signifi- 
cant levels  of  grooming  ability  were  demonstrated: 
69  percent  could  wash  and  dry  their  faces;  S6 
percent  could  brush  their  teeth;  24  percent  could 
comb,  brush  aad/or  part  their  hair;  and  39  percent 
could  showsr  and  dry  themselves  completely  and 
adequately.  Mendlascino  concluded  that  "[ojvereil, 
the  levels  of  functioning  are  inconsistent  with  the 
prevailing  belief  that  Down's  syndrome  prevents 
one  from  performing  self-care  tasks."** 

In  another  area,  in  1:  /3  Sidman  and  Cresson 
reported  on  an  attempt  to  devise  a  method  that 
would  allow  two  men  with  Down  syndrome,  who 
were  labeled  severely  retarded,  to  learn  to  read. 
Beginning  with  the  assumption  that  most  people 
learn  to  read  by  first  learning  to  match  spoken 
words  with  pictures,  and  then  to  match  printed 
words  with  pictures,  Sidman  and  Cresson  postulated 
that,  through  faulty  teaching,  most  children  with 
mental  retardation  never  learn  the  final,  pui'ely 
visual  step  in  the  reading  comprehension  process, 
even  though  they  ^ave  the  capability  of  doing  so. 
They  devised  a  method  to  address  this  problem.  The 
two  subjects  in  the  study  were  ^litially  unable  to 
read  the  20  words  that  Sidman  and  Cresson  had 
chosen  cs  their  focus.  Ten  months  later,  however, 
after  experimentation  with  tho  new  method,  the  two 
men  were  able  to  read  between  50  percent  and  75 
percent  of  the  words  with  comprehenaon.  The 
researchers  concluded  that  "teaching  procedures, 
rather  than  subjects'  deficiencies,  may  have  set  the 

Putnam  &  Rynders,  Advancing  the  Development  of  Indepen- 
dence  in  Adults  with  Down  Syndrome,  i,.  Down  Syndrome: 
Advances  in  Biomcdicine  and  the  Behavioral  Science^  4i58-69  (S. 
Pueschcl  &  J.  Rynders  cd.  1982). 
»  Id  at  469-7a 
»  Id  at  471-72. 
"  Id  at  472-73. 
»?  Id  at  473. 


limiting  conditions,  even  at  this  level  of  retarda- 
tion."» 

In  1979  Hobson  and  Duncan  reported  on  a  study 
in  which  a  small  group  of  adults  with  Down 
syndrome  was  taught  to  use  sign  language.  All  had 
lived  in  institutions  for  most  of  their  lives,  their  mean 
IQ  was  20.2,  and  they  were  labeled  profoundly 
retarded.  At  the  beginning  of  the  study,  four  of  the 
subjects  were  "nonverbal  with  little  ability  to  ges- 
ture," three  had  "very  limited  vocal  skills  and 
gesturing  abilities,"  and  two  could  be  unaerstood,  on 
occasion,  only  with  great  difficulty.  Aft'jr  6e  weeks 
of  foc!^sed  instruction,  they  had  learned  the  signs.'^ 

A  study  reported  by  Buddenhagen  in  1971  de- 
scribed an  effort  to  promote  vocalization  in  "institu- 
tionalized children  with  Down  syndrome  who  were 
severely  retarded  and  exhibited  very  maladaptive 
behaviors."  Institution  records  indicated  that  Larea, 
an  18-year-old  woman  who  participated  in  the  study, 
could  not  talk  and  frequently  kicked,  bit,  and  struck 
other  residents  and  institution  aides,  although  she 
did  have  some  self-help  skills  and  could  respond 
appropriately  to  some  verbal  stimuli.  After  21  hours 
of  training  that  used  a  combination  of  incentives  and 
direct  instruction,  Larea  had  acquired  a  fairly  sizable 
verbal  repertoire.  Furthermore,  Larea's  social  be- 
havior improved  so  dramatically  that  reports  that 
had  previously  characterized  her  as  stubborn  and 
mercurial  began  to  call  her  cooperative  and  polite.'^ 

These  investigations  all  show  that  individuals  with 
Down  syndrome  can  indeed  learn  to  read,  to 
communicate,  and  to  interact  positively  with  others, 
activities  that  contribute  to  the  development  of 
independence.  They  provide  "positive  impetus  for 
further  exploration  of  specific  techniques"*^  that 
may  be  used,  at  ever  earlier  ages,  to  prepare  people 
with  Down  syndrome  lor  independent  living. 

Despite  Dr.  Owens'  statement  to  the  court  that  he 
had  "never  known  a  Down's  child  who  was  gainful- 
ly employed  outside  a  sheltered  workshop,"**  even 
persons  with  severe  disabilities  can  be  "productive 
employees.  .  .[WJith  appropriate  support  and  ongo- 
ing supervision,  individuals  who  typically  woulc  be 
targeted  for  sheltered  employment  or  day  habilita- 

"  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  225  (1986)  (vol.  II)  (testimony 
of  Walter  Owens,  M.D„  Bloomington  Obstetrics  and  Gynecolo- 
gy, Ina).  Dr.  Owens  told  the  Commission  that  subsequent  to  his 
court  testimony,  "I  have  had  to  revise  that  since  I  heard  of  one 
Down*£  chiM,  a  young  woman,  who  is  washing  dishes  in  a 
restaurant.  Iliat's  the  sole  one  I  have  been  able  to  encounter."  Id, 
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tion  programs  can  become  productive,  earning 
eniployees  in  industry  settings."^*  One  long  term 
study  has  shown  that  the  employability  of  adults 
with  mental  retardation  in  competitive  environments 
is  much  more  a  function  of  factors  other  than  ^the 
mere  fact  that  an  mdividual  has  mental  retardation. 
The  two  factors  with  the  greatest  effect  on  the 
length  and  quality  of  the  employment  of  the  person 
with  mental  retardation  were  the  extent  to  which 
they  wcre  accurately  matched  to  jobs  maximizing 
their  particular  abilities,  and  the  degree  to  which 
relevant,  high-quality,  onsite  supervision  was  avail- 
able. In  situations  m  which  both  of  these  maximized, 
the  mean  length  of  employment  was  19  months.^' 
By  contrast,  the  mean  length  of  employment  for 
nondisabled  people  performing  similar  jobs  was  S 
months.**  The  167  individuals  m  the  study  earned 
$1,069,309  over  a  6-year  period  and  paid  $245,941  m 
taxes." 

Other  studies  show  the  ability  of  people  with 
mental  retardation  to  learn  employable,  vocational 
skills.  One  example  is  the  work  of  Gold,  reported  m 
1973.  Gold  taught  a  group  of  64  moderately  and 
severely  retarded  mdividuals  (about  40  percent  of 
whom  had  Down  syndrome)  how  to  assemble 
bicycle  braking  mechanisms.  After  their  training,  63 
of  the  64  were  &ble  to  assemble  the  braking  mecha- 
nisms correctly  in  of  eight  consecutive  trials.  A 
year  later,  53  of  the  64  put  together  a  24-piece 
trainmg  brake,  exhibitmg  a  high  degree  of  skill 
retention.  The  individuals  with  Down  syndrome 
performed  comparably  with  the  others." 

Anecdotes  corroborate  what  empirical  studies 
postulate  about  the  actual  employability  of  persons 
with  mental  retardation.  Jo  Anne  Putnam  and  John 
Rynders  relate  several  such  success  stories  in  their 
essay,  "Advancmg  the  Development  of  Indepen- 
dence m  Adults  with  Down  Syndrome."  In  this 
work,  they  describe  mdividuals  with  Down  syn- 
drome who  all  lead  prosperous  vocational  lives. 
Kathy  Hagarty,  19  years  old  m  1978,  was  the 
librarian  at  the  St.  Collette  School  for  Mentally 
Retarded  Children.  Jacques  Dumont,  m  his  early 
twenties  in  1977,  ran  the  addressograph  and  mimeo- 

**  Kicman,  Opportunities  and  Options  for  Employment,  in  The 
Young  Person  With  Down  Syndrome[:]  Transition  From  Adoles- 
cence to  Adulthood  155,  161-62  (S.  Pucschel  cd.  1988)  (footnote 
omitted).  Cf.  Wehraan  et  al.,  Competitive  Employment  for  Persons 
with  Mental  Retardation:  A  Follow-up  Six  Years  Later,  23  Mental 
Retardation  274  (1985)  [heremaftcr  Wehman]. 
»*  Wehman,  ivpra  note  34,  at  276-79. 
Id.  at  279. 
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graph  machines  in  his  office,  ran  errands  to  the  bank 
and  post  office,  made  the  mommg  coffee,  and  was 
considered  a  trustworthy  employee.  At  age  23, 
David  Kaul  was  earning  $2.90  sin  hour  for  mainte- 
nance work,  for  the  contact  lens  manufacturer 
Precision  Cqsmet,  and  also  mowed  lawns  with  a 
$2,4(X)  tractor  that  he  had  bought  with  his  own 
savings.  On  weekends,  Kaul  cleaned  the  local  fire 
station  on  a  volunteer  basis.  At  31  years  old,  Dave 
Stevenson  in  1979  was  a  grounds  maintenance 
worker  with  the  Maryland  National  Park  and 
Plannmg  Conmiission,  earning  $3.04  per  hour.  Ste- 
venson received  training  through  the  vocational 
trammg  program  at  the  Melwood  Horticulture 
Center,  Inc.  When  he  enrolled  there  in  1967,  he  was 
considered  the  lowest  functioning  person  in  the 
program  because  he  had  scored  below  35  on  the 
Wechsler  Adult  Intelligence  Scale,  and  he  was 
lacking  even  m  self-care  skills.  These  factors  mcke 
his  later  success  as  a  paid  employee  all  the  more 
impressive.^* 

Informed  of  Dr.  Owens'  estimate  that  the  lifetime 
cost  of  a  child  with  Down  syndrome  would  be  close 
to  a  million  dollars,  Diane  Crutcher,  executive 
director  of  the  National  Down  Syndrome  Congress, 
wrote  that  "the  lifetime  cost  of  a  person  with  Down 
syndrome  will  drop  dramatically  because  they  are 
now  bemg  raised  m  the  community  to  live  m  the 
community  as  tax-payers  and  not  tax-burdens."*^ 
Dr.  Owens'  estimate  of  the  cost  associated  with  a 
person  ^nth  Down  Syndrome  is  a  function  of  his 
assumption)?  about  the  inability  of  such  an  individual 
to  take  care  of  or  support  himself  or  herself.  Yet, 
early  mtervenlio-i  programs  now  foster  such  ability. 

It  is  important  to  recognize  that  Down  syndrome, 
with  the  lessened  mental  capacity  associated  with  it, 
does  not  mean  "an  inability  to  learn,  but  rather  as  a 
slowed  rate  of  learning."*^  Early  intervention 
provides  the  framework  for  developmg  additional 
skills.  By  themselves,  these  skills  avoid  the  cost  of 
continual  assistance.  But  they  also  create  the  basis 
for  participation  in  employment,  through  which 
many  people  with  Down  syndrome  can  support 
themselves. 

«  Id. 

"  Putnam  &  Rynders,  supra  note  28,  at  475. 
»•  Id.  at  474-75. 

Letter  from  Diane  M.  Crutcher,  Executive  Director,  National 
Down  Syndrome  Congrew,  to  U.S.  Commission  on  Civil  Rights 
(May  9,  1988). 

"  Edwards,  Living  Options  for  Persons  with  Down  Syndrome,  in 
New  Perspectives  on  Down  Syndrome  337,  340  (1987). 
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These  studies  and  anecdotes  demonstrate  the 
positive  and  powerful  effects  that  focused  and 
appropriate  training  and  education  can  have  on  the 
lives  of  people  with  Down  syndrome.  As  such,  they 
suggest  that  a  proper  response  t<  the  diagnosis  of 
Down  syndrome  at  birth  is  not  fatalistic  resignation, 
but  the  "exploration  of  specific  techniques"  capable 
of  advancing  the  development  of  independence.*^ 

The  fmal  groimd  advanced  by  Dr.  Owens  to 
defend  denying  lifesaving  treatment  to  children  with 
Down  syndrome  is  his  as-sertion  that  they  are  prone 
to  leukemia  and  Alzhcinier's  disease.  Although  it  is 
true  that  those  with  Down  syndrome  have  a  some- 
what ^greater  statistical  likelihood  of  developing 
led^emia,  that  incidence  is  still  only  1  in  60,000.*' 
That  lifetime  risk  is  less  than  the  annual  risk  each  of 
us  faces  of  death  from  accidental  drowning  or  as  a 
result  of  a  fire.**  Dr.  Owens  may  have  been 
influenced  by  early  studies  that  gave  what  proved  to 
be  highly  inflated  estimates  for  the  incidence  of 
leukemia  in  children  with  Down  syndrome.** 

Dr.  Owens'  statement  that  a  majority  of  persons 
with  Down  syndrome  develop  premature  Alzheim- 
er's disease  is  flawed  as  well.  In  the  words  of  the 
executive  director  of  the  National  Down  Syndrome 
Congress:  ••[A]lthough  there  is  early  evidence  of 
Alzheimer-like.  .  .[symptomatology]  in  the  brains 
of  many  persons  with  Down  syndrome  around  the 
age  of  35  (via  autopsy),  the  majority  do  not  show 
clinical  signs  of  the  disease  until  their  50's  to  60's  (if 
at  all).  .  .  i.e.,  at  about  the  same  age  as  people 
without  Down  syndrome  begin  to  exhibit  clinical 
symptoms  of  the  affliction.** 

Putnam  &  Ryndcrs,  supra  note  28,  at  473. 

Letter  from  Diane  M.  Crutchcr,  Executive  Director,  Down 
Syudrome  Congress,  to  U.S.  Commission  on  Civil  Rights  (May  9, 
1988). 

In  1982,  2.3  people  drowned  and  2.2  died  as  a  result  of 
accidents  caixsed  by  fires  and  flames  for  every  100,000  people  in 
the  United  States.  U.S.  Bureau  of  the  Census,  Statistical  Abstract 
of  the  United  States  1986,  p.  77  (106th  ed.)  (table  120).  The  risk 
that  a  person  with  Down  syndrome  has  of  developing  leukemia  in 
an  entire  lifetime  is  equivalent  to  1.7  in  100,000. 
*'  "One  factor  that  confused  early  researchers.  .  .was  the  large 
number  of  [infants]  with  Down  syndrome  who  developed  what 
was  thought  to  be  acute  myelocytic,  leukemia  and  then  underwent 
spontaneous  remission."  Later  researchers  ''showed  that  [infants] 
with  (Down  syndrome  are  more  likely  to  develop  a  leukemoid 
reaction  clinicaKy  and  histologically  resembling  acute  leukemia. 
This  leukemoid  reaction,  however,  undeirgoes  spontaneous  rem** 
sion  and  therefore  canwot  be  classified  as  leukemia.  Furthermore, 
[infants]  with  this  leukemoid  reaction  who  die  of  other  causes 
have  no  histologic  signs  of  leukemia  outside  of  the  blood  or  bone 
marrow,  which  b  in  contrast  to  true  neonatal  leukemia.  •  - 
Srisaman,  Oncology,  in  Down  Syndrome[:]  Advances  in  Biomedi- 
cine  and  the  Behavior  Sciences  237,  237  (S.  Pucschel  &  J. 
Ryhders  eds.  1982). 


Studi^^have  indeed  shown  that  the  autopsies  of 
brains  of  most  persons  with  Down  syndroinc  over 
the  age  of  35  evidence  "laboratory  traits"  of  Al- 
zheimer's.*^ Therefore;  "many  neuropathologists 
have  simply  stated  that  all  persons  with  Down 
syndrome  develop  Alzheimer  disease  with  age."** 
Ohver  and  Holland  state,  "From  the  neuropatholog- 
ical  literature  the  assumption  arises  that  all  elderly 
people  with  Down's  Syndrome.  .  .would  therefore 
be  expected  to  have  the  clinical  signa  of  dementia."** 

But  this  is  not  the  case.  There  is  a  lack  of 
correspondence  between  the  laboratory  results  and 
clmical  observations  of  senility.*^ 

Some  older  persons  with  Down  syndrome  are 
considered  "as  normal  as  theL  juniors  and  hardly 
ever  exhibit  the  personality  changes  or  psychologi- 
cal problems  observed  in  Alzheimer  disease."**  In  a 
study  of  individuals  with  Down  syndrome  over  age 
36  whose  autopsies  showed  the  neuropathology  of 
Alzheimer  disease,  only  about  one-fourth  were 
characterized  as  exhibiting  dementia.'^^ 

Inaccurate  Prognoses 

A  substantial  body  of  evidence  shows  that  time 
and  time  again  predictions  of  a  poor  quality  of  life 
made  at  birth  for  a  child  with  a  disability  are 
subsequently  proved  wrong."  Too  many  examples 
have  been  adduced  to  be  dismissed  as  isolated 
instances. 

One  of  the  most  highly  publicized  cases,  that  of 
Baby  Jane  Doe  in  New  York,  is  a  striking  example. 
The  case  contained  many  elements  typical  of  such 
sagas:  the  denial  of  surgery  following  her  birth;  the 

**  Letter  from  Diane  M.  Crutcher,  Executive  Director,  National 
Down  Syndrome  Congress,  to  U.S.  Commission  on  Civil  Rights 
(May  9.  1988). 

«T  Ohver  &  Holland;  £hwn  *s  Syndrome  and  Alzheimer  s  Disease:  A 

Review,  16  Psychological  Medicine  307.  307  (1980). 

**    Schweber,  Interrelation  of  Alzheimer  Disease  and  Down 

Syndrome,  New  Perspectives  on  Down  Syndrome  135,  1.^5 

(1987). 

*•    Oliver  &  Holland,  supra  note  47,  it  318. 
^   Schweber,  supra  note  48,  at  138.  *'(P]rimary  care  providers 
have  long  been  aware  that  the  majonty  of  adults  with  Down 
syndrome  live  out  their  lives  with  to  apparent  changes  in 
personality  or  behavior."  Id.  at  135. 

»»  Pueschel,  Health  Concerns  in  Persons  With  Down  Syndrome, 
New  Perspectives  on  Down  Syndrome  113,  127  (1987). 
»»  Schweber,  supra  note  48,  at  138. 

See  Protection  of  Handicapped  Newborns:  Hearing  Before  the 
United  States  Commission  on  Civil  Rights  180  (1986)  (vol.  II) 
(testimony  of  Dr.  Rosalyn  Benjamin  Darling,  Director,  Early 
Intervention  Services,  City  Council  Clinic  in  Johnstown,  Inc.) 
("(QJuality  of  life  is  not  highly  predictable  even  with  the  best 
information  about  a  chiM's  current  situation  Often,  quality  of  life 
is  better  than  what  early  prognoses  would  suggest.*'). 
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unsuccessful  efforts  of  a  private  attorney— prompted 
by  a  whistle  blower— to  obtain  a  court  order  for 
surgsry;  and  the  unsuccessful  efforts  of  the  Depart- 
ment of  Health  and  Human  Services  to  gain  access 
to  her  medical  records."  Finally,  throughout  the 
controversy,  the  accounts  of  the  future  predicted  for 
her — should  she  survive — were  unremittingly  bleak. 

The  director  of  the  American  Academy  of  Pediat- 
rics, Dr.  Harry  Jennison,  said,  "'Baby  Jane 
Doe".  .  .not  only  has  spina  bifida  but  fluid  on  the 
brain  and 'an  abnormally  ">jmall  brain.  The  baby  is  so 
severely  deformed  that  there  is  nothing  that  can  be 
done."**  A  Los  Angeles  Times  editorial  noted, 
"Doctors  say  that  without  surgery  the  girl  may  live 
up  to  two  years;  with  it  she  could  live  until  she  is  20, 
but  she  would  be  severely  retarded,  epileptic  and 
paralyzed  from  the  waist  down,  as  well  as  in 
constant  pain."*« 

The  Washington  Post  quoted  the  court  testimony 
of  pediatric  neurologist  Dr.  George  Newman:  "[0]n 
the  basis  of  the  combination  of  malformations  that 
are  present  in  this  child,  she  is  not  likely  to  ever 
achieve  any  meaningful  uiteractiqn  with  her  envi- 
ronment, nor  ever  achieve  any  interpersonal  rela- 
tionships. .  .  Newman  also  testified,  "It*s  un- 
likely that  she  is  s^oing  to  develop  any  cognitive 
skills"  and  would  experience  "nothing  whatsoever" 
that  he  considered  positive  on  the  cognitive  scale." 

The  baby's  parents  described  in  an  interview  what 
they  were  told  about  the  child's  future  by  medical 
personnel — the  information  on  the  basis  of  which 
they  decided  against  surgery: 

"We  were  told.  .  .that  the  part  of  the  brain  that  controls 
much  of  our  awareness  was  either  missing  or  not  entirely 
formed. 

We  are  not  talking  about  a  spina  bifida  child,.  .  .one 
who  could  perhaps  walk  someday  with  braces.  .  .  .She 
will  be  an  epileptic.  Het  condition  fbr  Aitur;  life  is  to  be 
bedridden,  and  she  would  not  have  use  of  her  hands. 


Sec  chap.  5,  text  accompanying  notes  25-32;  and  chap.  6,  text 
accompanying  notes  89-107. 

Pro  and  0?/j[;]  Should  Uncle  Sam  Protect  Handicapped  Babies? 
U.S.  Ntwj  &  World  Report,  Jan.  16.  1984.  at  63.  64. 
•*  Indecent  Zealotry,  Los  Angeles  Times.  Nov.  16.  1983.  pt  II.  at 
6. 

"  Barringer.  Meese  Approved  Intervention  In  Baby  Case,  Washing- 
ton Post,  Nov.  16,  1983.  at  A16. 

M   rnuiscript  at  47,  95-96,  People  ex  reL  Washburn  v.  Stony 
Brook  Hosp.,  Na  83-19910  (N.Y.  Sup.  Ct  Oct.  19,  1983). 
»»  Quoted  In  J.  Lyon,  Playing  God  in  the  Nursery  51-52  (1985). 
Caplan,  Is  It  a  Life?  The  Nation,  Jan.  21,  1984,  at  37,  37. 
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We  also  know  that  as  she  grew  older,  she  would  always 
be  an  infant.  She  would  ne^  know  love.  And  while  she 
might  feel  sorrow  and  joy,  her  overall  condition  would  be 
pam."»» 

Askmg  "Is  it  a  Lift?"  bioethicist  Arthur  Caplan 
(then  on  the  staff  of  the  prestigious  Hastmgs  Center) 
wrote  of  Baby  Jane  Doe,  "No  one  should  be  forced 
by  the  government,  [or]  civil  libertarians.  .  .U)  live 
such  a  life,  even  briefly. "«« 

Notwithstanding  the  legal  efforts  opposed  to 
providing  medical  treatment  for  Baby  Jane  Doe,  she 
is  alive  today.**  Although  the  courts  had  upheld  her 
parents*  decision  to  withhold  operations  to  install,  a 
shunt  and  to  close  her  back,  the  parents  had  time  to 
change  theu:  minds.  A  shunt  was  installed,  her  back 
healed,  and  she  was  taken  home.**  As  she  left  the 
hospital.  Dr.  George  Newman  had  not  changed  his 
prognosis:  "She  will  still  be  severely  retarded  and,  I 
s:ill  think,  bidden  all  the  days  of  her  life."" 

When  thv^.y  took  her  home,  her  father  commented 
to  a  reporter,  "WeVe  happy  because  she  appears  to 
be  happy."**  About  a  month  later,  a  reporter 
described  her  as  "smiluig  and  cooing  as  her  mother 
feeds  her.  .  .  .[S]he  grasps  a  visitor's  fmger  in  a  tiny 
fist.  .  .  Akeady  she  was  using  her  "unusable" 
hands.  In  June  1986,  when  she  was  2  years  and  8 
months  old: 

Her.  .  .father  said  [she]  likes  to  throw  a  ball  to  the 
family's  golden  retriever,  cruise  around  in  a  walker  and  try 
to  sing  "Row,  Row,  Row  Your  Boat"  He  said  he  .ind  his 
wife  decided  initially  against  surgery  because  it  appeared 
she  could  die  at  any  moment  and  they  did  not  want  to  add 
to  the  baby's  pain. 

"All  of  a  sudden  it  turned  around,"  he  said.  "From  that 
moment  on,  we  really  saw  her  sense  of  fighting  and  sense 
to  live  and  we  were  full  steam  ahead  with  what  had  to  be 
done  for  her."« 

In  December  1987,  when  she  was  4,  a  reporter 
wrote  of  her,  "Keri-Lynn  talks  and  laughs;  she 

•*  Bacr,  The  Half-told  Story  of  Baby  Jane  Doe,  Col  Journalism 
Rev.,  Nov.-Dec.  1984,  at  35,  38. 

•*  Honin  &  Balch,  Ir^ant  Doe  and  Baby  Jane  Doe.  Medical 
Treatment  of  the  Handicapped  Newborn,  52  Linacre  Q.  45,  54 
(1985).  Healing  of  the  spinal  lesion  is  rare  without  surgery  but  not 
without  precedent 

«»  Quoted  in  Lyon,  supra  note  59  at  55. 

•*  Baby  Jane  Doe  Goes  Home,  Milwaukee  J.,  Apr.  6,  1984,  pt.  2,  at 

3,  col.  1. 

«    ^Adorable*  Baby  Jane  Doe  Finally  Is  Home,  Milwaukee 
Sentinel,  May  25,  1984,  pt.  1,  at  8,  col.  1. 
**  Associated  Press,  **Baby  Doe"  Parents  Applaud  Supreme  Court 
Ruling  Domestic  News  PM  Cycle,  June  10,  1986. 
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smiles  and  hugs  and  screams  and.plants  kisses  firmly 
on  a  stranger's  cheek/'*'  She  was  using  a  wheel- 
chair and  attending  school.**  "Fm  thrilled  as  can 
be,"  her  father  siud.  "The  fact  that  she's  able  to 
relate  to  us  and  her  enviroanent  is  amazing.  Her 
mental  awareness,  is  fabulous  now/'**  She  was 
•learning  to  mix  with  her  peers."'®  Of  course,  she 
still  has  spina  bifida.  She  does  not  walk,  and  requires 
frequent  catheterization;  she  has  had  to  have  surgery 
for  a  dislocated  hip."  But,  in  the  following 
description  of  Baby  Jane  Doe  at  4,  it  is  hard  to 
recognize  the  pain-wracked,  unaware,  bedridden 
creature  of  her  doctors'  confident  predictions: 

She  has  recently  begun  to  demand  more  than  her  share 
and  often  resorts  to  throwing  toys  or  M&Ms  when  the 
focus  shifts  away  from  her.  Then  she  whispers,  *Tm  bad," 
aware  that  her  mother  is  displeased  with  her  behavior. 

.  ,  .Later,  she  whispered,  "Dance,  Daddy,  dance,"  as 
her  father  swept  her  into  his  arms  to  sway  to  the  music  of 
Stevie  Wonder." 

A.  woman  who  works  in  parent  support  in 
Phoenix,  Arizona,  told  the  Commission  about  a 
similar  story: 

We  also  have  our  own  little  Baby  Doe  in  Arizona  and 
her  name  is  Jessie.  .  Jessie  was  supposed  to  die  the  first 
night  that  she  was  bom.  She  also  had  spina  bifida, 
hydrocephalus,  lots  of  severe  brain  damage,  and  all  of 
those  things  that  were  not  compatible  with  life,  so  no 
treatment  was  done  for  Baby  Jessie.  Days  and  days  and 
days  went  on  and  Baby  Jessie  fooled  everybody  and  did 
not  die. 

Finally  about  the  21st  day,  right  at  the  time  the  signs 
were  hanging  up  in  the  nurseries,  somebody  got  real 
nervous  and  .said,  maybe  she's  not  going  to  die,  maybe  we 
better  do  surgery.  So  by  this  time,  unfortunately  it  was 
really  too  late  to  do  much  repair  on  her  back,  but  they  did 
put  a.  shunt  in  and  thai  little  girl  now  talks  in  sentences  and 
goes  to  regular  preschool. 

Her  family  really  believed  what  the  doctors  said:  She 
will  die.  So  they  just  waited  for  her  to  die.  And  so  for  me 

«  Kerr,  Baby  Doe's  Succes^i\  Progress  Defining  Prognosis,  News- 
day,  Dec.  7,  1987,  at  2. 

Kerr,  Baby  Doe's  Succes^^  Legal  Medical  Legacy  of  Case, 
Newsday,  Dec.  7,  1987,  at  2,  23. 

«•  Kerr,  Baby  Doe's  Succes!{f[  Progress  Defying  Prognosis,  News- 
day,  Dec.  7,  1987,  at  2,  23. 

»•  Kerr,  Baby  Doe's  Succes^i]  Legal,  Medical  Legacy  of  Case, 
.Newsday,  Dec.  7,  1987,  at  2,  23. 

"  Kerr,  Baby  Doe's  Success[^  Progress  Defying  Prognosis,  News- 
day.  Dec.  7,  1987,  at  2,  23. 
«  Id 

»  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  2&f-6$  (1986)  (vol.  II)  (testimo- 
ny of  Betsy  Trombino). 


as  a  parent  i  have  a  real  difficult  time  with  someone 
making  tha;  kind  of  a  prognosis  for  ^  child  and  not  doing 
any  treatment.  Because  I  have  seen  too  many  kids  who 
defy  all  the  prognoses  made  for  them." 

One  family  in  the  Chicago  area  can  give  two 
examples  of  negative  predictions  disproved.  They 
are  the  adoptive  parents  of  a  child  with  spina  bifida 
left  to  die  in  Robinson,  Illinois,  until  the  Justice 
DcpartcSent  intervened.^*  When  he  was  a  year  old, 
the  Chicago  Tribune  reported  that  his  adoptive 
parents  "believe  that  his  alertness  proves  there  has 
been  no  bram  damage  and  that  his  paralysis  from  the 
knees  down  won't  keep  him  from  walking.""  Their 
other  example  is  their  child  bom  a  few  years  earlier: 

**When  she  was  4  months  old,  the  doctor  told  us  she  h..^ 
some  kind  of  neurological  impairment— they  still  don't 
know  exactly  what.  They  advised  us  to  put  her  in  an 
mstitution.and  forget  about  her,"  said  the  mother. 

The  child  is  no\y  an  alert,  active  5-year-old  who  moves 
normally  around  the  house,  and  speaks  many  words,  with 
only  slight  hesitation.'* 

Patricia  McGill  Smith,  deputy  director  of  the 
National  Information  Center  for  Handicapped  Chil- 
dren and  Youth,  told  the  Commission  about  a  case  in 
Omaha,  Nebraska.  A  child  was  bom  with  spina 
bifida,  and  there  was  "a  recommendation  of  no 
treatment  based  on  the  fact  that  the  child  had  spina 
bifida  and  predictable  mental  retardation."  After  4 
months  of  debate,  the  parents  changed  th  initial 
decision  to  accept  that  recommendation,  and  the 
child  received  treatment  and  lived.  Ms.  Smith 
testified,  "I  have  tracked  the  progress  of  that  child 
and  that  family  ever  since.  The  young  lady  had  no 
mental  retardation  whatsoever."^^ 

Such  positive  results  for  children  bom  with  spina 
bifida  are  not  anomalous.  Dr,  David  McLone,  who 
heads  a  major  neurosurgical  department  and  former- 
ly chaired  the  Professional  Advisory  Council  of  the 
Spina  Bifida  Association  of  America,  testified: 

"  Telephone  interview  with  Robert  D'Agostino,  Former  Depu* 
ty  Assistant  Attorney  General,  Civil  Rights  Division,  Department 
of  Justice  (Dec.  1,  1988). 

"  Nelson,  2d  miracle  baby  gives  family ^y,  Chicago  Tribune,  Apr. 
24.  1983,  Sec.  3,  at  1,  col.  1. 
"  Id, 

"  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  254-55  (19^.6)  (vol.  II)  (testimo- 
ny of  Patricia  McGill  Smith,  Deputy  Direc     National  In  forma-  * 
tion  Center  for  Handicapped  Children  ana  Youth). 


41 


50 


[SJince  I  have  been  at  Children's  Memorial  Hospital,  [we 
have].  .  .operated  on  all  children  and  hiive  not  used  any 
form  of  selection. 

.  •  .85  percent  of  them  survived  and  15  percent  of  the 
chiWren  have  died  from  complications.  .  .  .Of  the  85 
survivors,  73  of  them  have  normal  intelligence.  Approxi- 
mately 85  percent  of  them  have  a  shunt  for  their  hydro- 
cephalus. 

Eighty-nine  percent  of  the  survivors  are  community 
ambulators.  .  .  .someone  who  can  walk  from  the  school 
bus  to  the  classrooms,  between  classrooms,  and  can  walk 
in  their  neighborhood.  A  significant  number  of  those 
children  who  are  community  ambulators,  however,  are 
walking  with  braces  and  crutches.  We  have  a  very  small 
number  of  children  v/ho  arc  in  wheelchairs.  Ninety-five 
percent  of  them  have  no  bladder  and  bowel  control,  but 
are  rendered  socially  continent  of  bladder  and  bowel  by 
training  in  the  use  of  intermittent  catheterization.  We 
would,  therefore,  estimate,  based  on  these  numbers,  that 
something  like  three-qoarters  of  the  children  who  survive 
will  be  competitive  and  independent  as  adults. 

There  will  be  another  10  percent.  .  .who  will  require 
some  kind  of  sheltered  care,  and  about  10  percent  of  the 
survivors  will  be  impaired  to  the  point  that  they  will 
require  some  kind  of  nursing  care  throughout  their  life." 

Despite  these  results.  Dr.  McLone  observed: 

One  of  the  problems.  .  .with  spina  bifida  is  that  a 
pediatrician  in  practice  may  see  one  or  two  of  these  in  an 
entire  Ii*itime.  .  .  .  tT]here  still  are  occasions  in  which 
physicians  are  confronted  with  spina  bifida  who  are  not 
Taware  of  the  outcome  or  the  changes  that  have  occurred 
over  the  last  20  or  30  years  and  give  information  based  on 
what  the  outcome  was  30  or  40  years  ago.  IVs  just  not 
appropriate.^ 

Ed  Roberts,  president  of  the  World  Institute  on 
Disability,  testified  before  the  Commission: 

I  began  to  be  a  principal  in  physical  disability.  .  .at  14 
years  of  age*  I  got  polio  in  1953.  Within  2  or  3  days,  I  went 
from  a  child  who  was  achieving  his  independence  to 
patient  and  to  the  label  of  a  helpless  cripple,  and  withm  2 
days  I  was  in  an  iron  lung.  My  mother  went  to  a  doctor 
and  she  asked  whether  I  would  live  or  would  I  die,  and  the 
doctor  looked  at  her  and  very  patroniadngjy  said,  "Maybe 
you  should  hope  he  dies,  because  if  he  lives  he'll  be 
nothing  more  than  a  vegetable  for  the  rest  of  his  life." 


«  Prottction  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  6-7  (1985)  (vol.  i)  (testimony  of 
David  McLonc,  M.D.,  Chairman,  Division  of  Pediatric  Neuro- 
surgery, Children's  Memorial  Hospital,  Chicago,  HI.). 
^   Id,  at  10. 

Prottction  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  102-03,  104  (1986)  (vol.  II) 
(testimony  of  Ed  Roberts,  President,  Worid  Institute  on  DisabUi- 
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One  of  the  real  ironies  is  when  I  was  about  18  years  old, 
I  went  to  the  California  Department  of  Rehabilitation  and 
I  asked  to  be  a  client,  and  I  was  immediately  rejected  as 
too  severe  to  ever  go  to  work.  Well,  I  became  director  of 
that  department  10  years  .later.** 

John  Kemp,  a  lawyer,  tesafied:  "I  was  bom 
without  arms  or  legs,.  .  .and  my  parents  were 
told.  .  .by  the  doctor  that  delivered  me.  .  .that  the 
bcsi !  could  hope  for  would  be  a  life  of,  hopefully  of 
comfort,  but  certainly  not  of  any  kind  of  achieve- 
lueau  ' 

Robert  Williams  is  deputy  director  of  the  Pratt 
Monitoring  Program  of  the  D.C.  Association  for 
Retarded  Citizens,  with  monitoring  responsibility 
for  implementation  of  a  court  decree  requiring 
transfer  of  many  people  with  disabilities  from  institu- 
tions to  community  living  arrangements.  He  has 
cerebral  palsy  with  a  speech  impairment.  He  testi- 
fled: 

My  parents  were  told  from  the  start  just  how  severe  my 
disability  was.  In  fact,  they  were  advised  on  numerous 
occasions  to  put  me  away  in.  .  .an  institution.  .  .  . 

.  .  .1  come  from  solid  blue-collar  stock.  My  Dad  and 
two  brothers  own  and  operate  a  small  construction 
company.  .  .  .It  was  cleai;  from  the  start  that  I  would  not 
be  cut  out  for  such  a  life.  My  parents  decided  if  I  was  to 
make  it,  I  would  have  to  do  it  by  a  different  way  and  they 
provided  me  Nyith  ample  support  on  my  journey.  As  it 
turned  out,  Fm  the  first  in  my  family  to  graduate  from 
college,  the  first  to  have  taken  an  active  interest  in  politics, 
the  arts,  and  literature." 

Another  person  with  a  disability  who  testified  was 
Irving  Kenneth  2k)la,  who  now  teaches  sociology  at 
Brandeis  University.  After  he  had  polio,  he  used 
canes  with  leg  and  back  supports  for  walking;  his 
rehabilitation  agency  aa  vised  him  to  go  to  a  voca- 
tional school,  and  people  at  the  agency  '-were  upset 
when  I  was  accepted  at  Harvard  University."" 
Mary  Jane  Owen  was  once  told  that  her  daughter 
was  mentally  retarded;  she  later  graduated  cum 
laude  from  Harvard."* 

Margaret  Burley  told  the  Commission  about  her 
24-year-old  son  who  "was  diagnosed  at  various 
times  in  his  life  as  having  an  IQ  of  somewhere 

«y). 

Id.  at  123  (testimony  of  John  Kemp,  Director  of  Human 
Resources,  National  Ewtcr  Seal  Society). 

Id  at  269-70  (testimony  of  Robert  R.  Williams,  project 
Analyst,  D.C  Association  for  Retarded  Citizens). 

Id  at  178  (testimony  of  Prof.  Irving  Kenneth  Zola,  Depart- 
ment of  Sociology,  Brandeis  University). 
•*  Id  at  137  (testimony  of  M«ry  Jane  Owen.  Director,  Disability 
Focus,  Inc.). 
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between  5  and  42.  .  .  .He  is  totally  blind,  somewhat 
hearing  impaired.  .  .  .It  has  been  said  he  is  emotion- 
ally disturbed.  F5  has  had  every  label  you  would 
want  to  put  on  Jim.  .  .  ."  When  he  was  young, 
medical  personnel  told  her  that  he  would  adversely 
affect  her  other  three  children  and  urged  her  to  "put 
him  away/*  She  testified,  however,  that  he  now 
works  5  days  a  week  and  enjoys  going  to  rock  and 
roll  concerts  and  nightclubs  svith  friends.  "[HJe  can 
enjoy  life.  .  .  .He  is  just  like  anybody  else,  and  I 
will  telVyou  my  other  children  have  turned  out  to  be 
better  citizens,  and  I  think  our  whole  family  has 
been  improved  [by  his  presence]."" 

Special  Education  Professor  H.  Rutherford  Turn- 
bull,  himself  the  parent  of  a  child  with  mental 
retardation,  has  analyzed  letters  written  to  the 
Department  of  Health  and  Human  Services  as  part 
of  the  public  comment  on  the  "Baby  Doc"  regula- 
tiotis  under  section  504.  Letters  written  by  people 
with  disabilities  or  their  family  members  described  a 
number  of  instances  in  which  pessimistic  predictions 
made  by  physicians  were  later  proved  inaccurate. 
Thirty  percent  of  the  correspondents  indicated  a 
lack  of  confidence  in  health  care  providers." 

The  Limitations  of  Medical  Experience 

Why  do  so  many  negative  predictions  about  the 
future  quality  of  life  of  childr^B  with  disabilities  turn 
out  to  be  wrong?  Considerable  evidence  points  to  a 
significant  tendency  among  health  care  providers  to 
underestimate  the  capacities  of  children  with  disabil- 
ities and  erroneously  to  convey  unduly  pessimistic 
prognoses  to  parents  about  their  projected  quality  of 
life. 

In  the  words  of  Surgeon  General  Koop,  "[Nlo 
pediatrician  can  be  expected  to  know  what  all  of  the 
community  supports  are  that  might  be  available  to  a 
child  with  a  given  diagnosis.  He  might  understand 
hemophilia  perfectly  well  in  the  community,  but  not 
cystic  fibrosis."*^  Dr.  Koop  continued,  'Therefore, 
it  has  been  my  lifelong  endeavor  to  prevent  snap 

•*  Id  ti  257-58  (testimony  of  Margaret  Burley,  Director,  Ohio 
Coalition  for  the  Education  of  Handicapped  Children). 

Id  at  42-43  (testimony  of  Prof.  H.  Rutherford  Tumbull. 
Department  of  Special  Education,  University  of  Kansas).  Profes- 
sor Tumbuirs  written  sutemcnt  excerpU  a  number  of  these 
letters.  Stc  app.  B.  It  also  cites  a  number  of  publicatioi^  and 
research  studies  that  document  "the  positive  quality  of  life  that 
people  with  severe  to  mild  physical  or  mental  disabilities  can  have 
aitd  do  have/*  Id 

"  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  Z(m5)  (vol.  I)  (testimony  of  C, 


diagnoses,  prognostications  made  without  sufficient 
knowledge.  .  . 
Dr.  David  McLone  testified: 

[Wjhen  you  look  at  the  criteria  that  have  been  used,  such 
as  a  chilr?  who  has  a  T-12  level  shouldn't  be  operated  on— 
Dr.  John  [Lorbcr],  a  pediatrician  from  England,  is  the  one 
who  i?rst  advanced  that  criterion— when  you  look  at  the 
results  that  he  published  in  1931,  in  which  he  treated 
something  like  30  percent  of  the  entire  population— if  you 
look  at  those  30  percent  survivors  and  compare  them  to 
our  study  in  which  we  treated  essentially  all  children,  they 
are  not  significantly  different  So  the  selection  criteria  that 
have  been  used  to  select  these  children  that  is  supposed  to 
be  predictive  of  quality  of  life  or  outcome  have  been 
shown  in  almost  every  center  in  the  United  States  to  be 
invalid  and  not  predictive  and  do  not  produce  a  population 
of  children  with  spina  bifida  who  arc  superior  to  the  group 
where  everyone  is  treated.** 

Wolraich,  Siperstein,  and  0*Keefe  surveyed  ran- 
dom samples  of  pediatricians  on  their  assumptions 
about  persons  with  varying  degrees  of  mental 
retardation.  They  asked  pediatricians  to  describe 
specific  skills  that  cac*i  group  could  be  expected  to 
develop  and  comp<u  .d  their  answers  with  those  of 
physician  members  of  the  American  Association  on 
Mental  Deficien*^  ^now  the  American  Association 
on  Mental  Retx  ation,  or  AAMR).  They  then 
compared  the  answers  of  each  of  the  two  groups 
with  those  of  special  educators  and  social  workers 
who  were  also  members  of  the  association.  "Pedia- 
tricians were  strikingly  restrictive  in  their  expecta- 
tions of  the  capabilities  of  severely  mentally  retarded 
individuals,  llieir  categorizations  placed  these  indi- 
vidu«^  as  devoid  of  most  human  capabilities,  includ- 
ing the  ability  to  sustain  friendships;  pediatricians 
believed  they  were  unlikely  to  work  in  any  setting 
or  reside  outside  an  institutiorial  setting."***  The* 
pediatricians  had  significantly  more  pessimistic  ex- 
pectations than  the  physician  members  of  the 
AAMR,  who  in  turn  had  significantly  lower  expec- 
tations than  the  special  educator  and  social  worker 
members.** 

Everett  Koop,  M.D.,  Surgeon  General,  J.S.  Public  Health 

Service). 

"  Id 

Id  at  12  (testimony  of  David  McLone,  M.D.,  Chairman, 
Division  of  Pediatric  Neurosurgery,  Children's  Memorial  Hospi- 
tal. Chicago,  111.). 

Wolraich,  Siperstein  A  O'Keefe,  Peilatricians*  Perceptions  of 
Mentally  Retarded  Individuals.  80  Pediatrics  643,  647  (1987). 
•>  Id  at  648.  See  also  Protection  of  Handicapped  Newborns: 
Hearing  Before  the  United  States  Commission  on  Civil  Rights  49 
(1986)  (vol.  II)  (testimony  of  Carlton  Sherwood)  (As  a  result  of 
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Another  survey  by  Sipcrslein,  Wolraich^  Reed, 
and  O'Keefe  queried  a  random  sample  of  Fellows  of 
the  American  Academy  of  Pc(*4atrics  on  their  views 
of  the  future  for  a  child  bom  with  spma  bifida 
without  hydrocephalus  and  with  hydrocephalus  of 
varying  severity."'  The  difiercnces  in  projection 
based  on  degree  of  hydrocephalus  were  great.  For 
example,  47.9  percent  thought  the  child  without 
hydrocephalus  would  live  in  an  unsupervised  apart- 
ment; only  2.1  percent  believed  such  a  child  ^vould 
require  institutionalization.  On  the  other  hand,  the 
child  with  severe  hydrocephalus  was  expected  by 
only  2.9  percent  to  live  in  an  unsupervised  apart- 
ment and  by  54.3  percent  to  live  in  an  institution. 
Similarly,  53.8  percent  thought  the  child  without 
hydrocephalus  would  have  skilled  competitive  em- 
ployment, with  5.0  percent  predicting  that  such  a 
child  would  be  incapable  of  any  employment.  Fully 
66  percent  stated  that  the  child  with  severe  hydro- 
cephalus would  be  incapable  of  any  employment, 
iUid  only  2.3  percent  predicted  that  the  child  could 
enter  skilled  competitive  employment.  Only  4.6 
percent  believed  the  child  with  severe  hydrocepha- 
lus would  be  capable  of  any  type  of  unsupervised 
employment.** 

Evidently  most  of  the  pediatricians  thought  that 
as  the  degree  of  hydrocephalus  increases,  so  does  the 
degree  of  mental  retardation,  and  also  believed  that 
as  the  degree  of  menta?  ^tardation  increases,  the 
capacity  for  independent  and  productive  living 
decreases.**  However,  as  the  authors  of  the  study 
pointed  out,  the  pediatricians  were  wrong: 

Yet  the  findings  concerning  the  effect  of  hydrocephalus  on 
the  intellectual  abilities  of  children  bom  with  meningo- 
myelocele indicate  a  discrepancy  between  what  the  pedia- 
tricians perceived  as  the  impact  of  hydrocephalus  and 
cuirent  information  about  the  actual  impact. 

in  contrast  to  the  pediatricians'  prognoses  for  mental 
retardation,  actual  follow-up  studies  of  children  with 
meningomyelocek  accompanied  by  hydrocephalus  have 

his  investigations,  Sherwood  concluded,  "[Djoctors  frcqueniiy 
exagc^erate  the  degree  or  the  handicapped  newborn's  illness  in  an 
efTort  to  justify  their  decuions  and  their  prejudices.")  A  possible 
explanation  is  that  phyucians  are  most  likely  to  see  persons  with 
disabilities  only  when  they  are  sick.  See  infra  notes  96-97  and 
accompanying  text. 

»*  Siperstcin,  Wolraich,  Reed  &  0*Kccfe,  Medical  Decisions  and 
Prognostications  of  Pediatricians  for  It\fants  with  Meningomyelocele, 
113  The  Journal  of  Pediatrics  835  (1988). 
"  Id.  at  838,  table  2.  The  results  in  this  *^ble  are  reprinted  in 
chap.  4  of  this  report. 

Chap.  4  includes  a  detailed  analyfis  and  empirical  refutation  of 
ihc  latter  assumption. 
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found  that  ;he  intellectual  capabilities  of  these  children  are 
difficult  to  predict.  Although  there  is  an  increased  chance 
that  there  will  be  some  intellectual  impairment,  other 
factors,  such  as  shunt  infection,  are  more  important  In 
fact,  five  studies  found  no  clear  relationship  between 
intelligence  and  the  degree  of  hydrocephalus.  Even  ^f 
there  is  a  relationship  between  hydrocephalus  and  mental 
retardation,  as  one  study  did  find  in  correlating  the 
palladium  thickness  to  subsequent  intelligence,  it  does  not 
anpear  that  the  degree  of  mental  retardation  is  as  low  as 
pediatricians  perceive  it  to  be.  Wlwn  the  degree  of  mental 
retardation  was  determined  by  calculating  the  mean 
intelligence  quotient  scores  for  children  with  meningo* 
myelocele  and  varying  degrees  of  hydrocephalus,  most 
children  with  severe  hydrocephalus  had  mild  to  moderate 
retardation  (mean  IQ  S7.6).  In  contrast,  the  pediatricians  in 
this  study  predicted  that  those  children  were  likely  to 
function  at  a  much  lower  level.  *Thus  it  appears  that 
pediatricians  have  an  unduly  pessimistic  perception  about 
the  eventual  intellectual  abilities  of  children  bom  with 
meningomyelocele  who  have  severe  hydrocephalus."^* 

Physicians  may  have  such  a  propens:cy  for  nega- 
tive prognosis  at  least  in  part  because  they  tend  to 
see  children  with  disabilities  at  the  time  that  the 
children  are  fishting  medical  problems,  when  they 
arc  in  the  hospital— when  their  condition  is  at  its 
worst.**  Those  who  have  contact  with  people  with 
disabilities  on  a  more  regular  basis,  when  they  are 
not  in  an  immediate  medical  crisis— such  as  their 
teachers,  coworkers,  and  family  members— tend  to 
have  much  more  p')sitive  views  of  their  abilities. 
According  to  Dr.  Darling:  "[T]he  few  pediatricians 
who  are  wholeheartedly  in  support  of  treatment  for 
the  disabilities  that  I  Fiave  known  have  all,  interest- 
ingly enough,  had  a  sibling  or  other  close  family 
member  who  did  have  a  disability."*^  In  the  sample 
Dr.  Darling  studied,  however,  only  7  percent  of  the 
pediatricians  had  a  close  family  member  who  had  a 
disability.** 

Unfortunately,  despite  the "  many  instances  in 
which  pessimistic  quality  of  life  projections  have 
been  proved  dramatically  wrcng,  all  too  frequently 

*^  Siperstein,  Wolraich.  Reed  and  0*Keefe,  supra  note  90,  at  839 
(footnotes  omitted). 

•*  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  115  (1986)  (vol.  II)  (testimony 
of  Ed  Roberts,  President,  Worid  Institute  on  Disability). 
*^  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  186  (1986)  (vol.  II)  (testimony 
of  Dr  Rosalyn  Benjamin  Darling.  Director,  Early  Intervention 

Services,  City  Council  Clinic  in  Johnstown,  Inc.).  Dr.  Darling 
commented,  "I  think  that  the  experience  of  getting  to  know  a 
person  with  a  disability  is  a  significant  experience  in  changing  the 
way  a  person  views  that  situation.  .  .  Id, 
Id  at  183. 
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the  prophecicsvthemsclves  help  to  bring  about  what 
they  predict  As  Ed  Roberts  testified:  "People  who 
are  fundamentally /seen  as  less  than  they  are  often 
accept  that.  It  becomes  very  sclf-fdfillip^  when 
you're  ^ut  away  or  put  in  a  nursing  home;  you  begin 
to  accept 

Dr.  Rosalyn  Benjamin  Darling,  who  has  conduct- 
ed studies  of  the  physicians  and  families  of  children 
with  disabilities,  testified  that  these  negative  atti- 
,  tudes  are  often  based  "on  the  nature  of  the  individu- 
al's background."?*?  Surgeon  General  Koop  ex- 
pressed a  similar  view: 

The  snap  judgment  by  the  physician.  ,  .can  be  based  upon 
ignorance.  It  can  also  be  based  upon  prejudice.  And  that 
prejudice  might  be  of  two  kbds.  One,  having  seen  a 
similir  patient  in  the  past  that  he  didn't  think  had  the 
quality  of  life  that  he  liked,  he  might  advise  that  family 
that  nothing  should  be  done.  Or  his  prejudice  may 
along  the  lines,  which  I  think  is  more  common,  and  that  is 
a  stranger  looking  at  a  defective  newborn  baby  says,  "Gee, 
if  that  were  mme,  I  couldn't  hack  it"  But  it  isn't  his,  and 
the  parents  feel  quite  differcnUy  about  their  child  than  a 
strange  physician."* 

Families^  Society^  and  Persons  with 
DisabUities 

The  quality  of  life  argimient  extends  beyond  the 
life  of  the  person  with  a  disability.  It  is  frequentiy 
argued  that  the  continued  existence  of  a  person  with 
disabilities  will  damage  the  quality  of  life  of  the 
person*s  family,  or  of  society  as  a  whole.*"  In  ot.zv 
wordsi  the  burden  the  person  create  for  others 
outweighs  the  benefits  they  experience  because  she 
or  he  exists.  Dr.  Ellison  testified: 

I  do  think  that  factors,  such  as  if  you  have  to  take  home 
a  child  who  rcqmrcs  24-hour  nursing  care,.  .  .and  society 
provides  no  other  person  but  the  mother  and  the  father, 
bu',  mosUy  the  mother  to  do  that,  that  is  to  say,  there's  no 
respite  care,  there's  no  homemaker  service,  there's  no  one 
else  who  is  going  to  care  for  that  child,  and  in  a*idition  to 
that,  the  family  h^s  to  pay  for  a  good  many  of  the  medical 


••  JcL  at  105  (testimony  of  Ed  Robert*,  President,  World  Ii-ititutc 
on  Disability). 

Id,  at  18S-89  (testimony  of  Dr.  Rosalyn  Benjamin  Darlm/*. 
Director,  Early  Intervention  Services,  Oty  Council  Clinic  in 
Johnstown,  Inc.). 

«•»  Pntectlon  ofHandhapp<d  Newborns:  Hearing  Before  the  United 
States  Commisshn  on  CM!  Rights  1 1-12  (1985)  (vol.  I)  (testimony 
cf  C.  Everett  Koop,  M.D.,  Surgeon  General,  U.S.  Public  Health 
Service). 

Sec  chap.  4  for  a  discussion  of  the  economic  effect  on  society 
as  a  whole. 

«•»  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  223  (1986)  (.oL  II)  (testimony 


exj^enses  for  that,  I  think  the  family  ought  to  be  penriitted 
to  participate  in  that  discussion  and  in  that  decision.'^ 

A  letter  submitted  for  the  record  by  Dr,  Walter 
Owens  (who  delivered  Bloomington's  Infant  Doc) 
exemplifies  a  willingness  to  make  denial  of  treatment 
decisioris  based  on  the  utility  of  the  life  to  others. 
The  anonymous  woman  followed  Dr,  Owen's  1971 
advice  to  deny  treatment  to  her  child  bom  with 
spina  bifida,  hydrocephalus,  and  unspecified  "other 
anomalies." 

I  don't  think  I  would  be  able  to  hav^  the  happy,  complete 
qa^'^ty  of  life  I  have  now  if  I  had  r^t  made  the  proper 
decision  about  that  baby,  based  on  your  wise  and  compas- 
sionate counsel.  My  decision  might  seem  self-serving  to 
some,  but  in  my  heart,  I  truly  feel  that  I  made  that  choice 
based  on  that  baby's  lack  of  potential  for  a  meaiiingful  life, 
and  yes,  for  my  own  need  for  a  full  ''fc  too.*^ 

Similarly,  in  the  Bloomington  Infant  Doe  case 
itself,  the  trial  'X)urt's  opinion  reveals  that  the  father 
"testified  that  .  .he  and  his  wife  have  determined 
that  it  is  in  the  best  interest  of  the  Infant  Doe  and  the 
two  children  who  are  at  home  and  their  family 
entity  as  a  whole"  that  the  child  should  not  be 
provided  lifesavin?  surgery, 

Children  with  disabilities,  thus,  are  alleged  to  have 
a  negative  er^t  on  their  pareiits'  qualities  of  life, 
Dr,  Darling's  research  indicates  that  the  soit  of 
parental  attitude  exemplified  by  Dr.  Owen's  corre- 
spondent and  the  father  of  Bloomington's  Baby  Doc 
tends  to  change  over  time  and  with  incr^.ased 
interaction  with  the  cliild: 

Parents.  .  .start  out  with  the  same  kind 
of,  ,  .stigmatizing  iJtdtude  physicians  have.  .  .  , 

,  ,  .Even  though  the  initial  experience  icnds  to  be 
negat^  e,  usually  vidthin  a  short  period  of  time,  attitudes 
turn  around. 

Parents  realize  that  this  child  is  just  as  lovable  as 
anybody  else's  child,  and  Aey  begin  to  see  positive  aspects 

of  Dr.  Patricia  Ellison,  Research  Professor,  Department  of 
Psychology,  University  of  Denver). 

>•<  Letter  from  anonymous  person  io  Dr.  Walter  Owens  (Aug. 
20,  1983)  (available  in  Commis^on  files). 

In  re  Treatment  and  Care  of  Infant  Doc.  No.  GU  8204-004 A. 
slip  op.  at  2  (Monroe  Co.  Cir,  Ct  Apr.  12,  1982),  reprinted  In 
Declaratory  Judgment  in  the  Infant  Doe  Case,  2  Issues  in  L«  & 
Nied.  77,  79  (19Z6),  petition  for  writ  of  mandamus  and  prohibition 
denied  sub  nonu  State  of  Indiana  ex  reL  Infant  Doe  v,  Monroe 
Circuit  Court,  No.  482  S  140  (Ind.  Apr.  14,  1982),  appeal  dismissed 
sub  nonu  In  re  Guardianship  Of  Infant  Doc,  Na  1-782A  157  (Ind. 
Ct  App.  Feb.  3,  19^}),  petition  for  transfer  denied,  No.  1-782  A 
157  and.  June  15,  1983),  cert  denied,  464  U.S.  961  (1983). 

45 


of  life  with  a  child  who  is  disabled.  Many  parents  have 
said  ihat  it  has  become  a  maturing  kind  of  process  with 
them.  Living  with  a  problem  that  can't  be  solved  is  a  very 
maturing  kind  of  thing.  Many  become  exposed  to  a  whole 
world  of  people  and  activities  that  they  never  knew 
existed  before.  Once  it  happens,  they  learn  to  make  the 
best  of  it,  and  even  learn  to  fine  some  positive  aspects  of  it 
and  those  aspects  are  the  very  things  parents  don't  hear 
right  at  the  beginning  in  that  decisionmaking  situa- 
tion. .  . 

In  both  the  Baby  Jane  Doe  case  of  1983-84**"  and 
theMilwaukeeBaby  Doe  case  of  1987*°®  the  parents 
ultimately  decided  to  provide  the  lifesaving  surgery 
courts  had  ruled  they  could  legally  deny. 

The  deputy  director  of  the  National  Information 
Center  for  Handicapped  Children  and  Youth,  refer- 
ring to  comments  concerning  burdens  imposed  on 
parents  by  the  continued  life  of  children  with 
disabilities,  testified: 

I  have  supported  hundreds  of  parents  over  the  12  years 
that  I  have  worked,  and  when  parents  are  supported  in  the 
help  to  their  children,  and  when  the  medical  support  is 
given,  even  for  severely  handicapped  children,  I  have  not 
met  a  parent  yet  that  does  not  want  to  do  it  if  they  can. 
And  I  think  it  is  our  job  to  make  sure  that  they  have  those 
supportive  services.*®* 

Propriety  of  Quality  of  Life  Judgments 

The  deficiencies  in  quality  of  life  assessments  are 
demonstrated  above.  The  more  fundamental  ques- 
tion is:  to  what  extent  should  quality  of  life  judg- 
ments be  viewed  as  acceptable  grounds  for  life  and 
death  decisions? 

There  is  an  important  difference  between  techni- 
cal medical  judgments  about  whether  a  given  course 
of  treatment  is  likely  or  not  to  preserve  life  or 
ameliorate  an  impairment,  and  judgments  about 
whether  a  person's  life  should  or  should  not  be 
preserved  by  giving  lifesaving  treatment.  The  first 
sort  of  judgment  is  one  that  is  uniquely  medical  in 
nature.  The  second  sort  of  judgment  is  not,  properly 


Protection  of  Handicapped  Newlx>ms:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  184-85  (1986)  (vol.  II)  (testimo- 
ny of  Dr.  Rosalyn  Benjamin  Darling,  Director,  Early  Intervene 
tion  Services,  City  Council  Clinic  in  Johnstown,  Inc.). 

See  supra  text  accompanying  notes  54-72. 

*~  In  re  T.A.P.,  No.  03231186  (Milwaukee  County,  Wise.  Cir. 
Ct.  July  31,  1987),  rehearing  (Aug.  12-13,  1987). 
»w  'Protection  of  Han  Jicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  256  (1986)  (vol.  II)  (testimony 
of  Patricia  McGill  Smith,  Deputy  Director,  National  Information 
Center  for  Handicapped  Children  and  Youth). 

See  id,  ct  116-17  (testimony  of  Prof.  Ruth  Luckasson, 
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speaking,  a  ''medical"  one.  It  is  a  social  judgment 
about  the  value  or  desirability  of  particular  people's 
lives.  This  no  more  becomes  a  "medical"  judgment 
by  virtue  of  its  implementation  through  the  denial  or 
provision  of  medical  treatment  than  the  decision 
whether  to  impose  capital  punishment  becomes  a 
"medical"  judgnj^nt  if  execution  is  to  be  by  lethal 
injection."® 

Disability  rights  advocates  argue  that  to  take  into 
consideration  the  burden  that  children  with  disabili- 
ties might  impose  on  their  families  or  society  in 
decidmg  whether  thay  should  live  or  die  constitutes 
discrimination  on  the  basis  of  disability.  Adrienne 
Asch  tectified: 

[DJisabled  people.  .  .have  separate  interests  and  civil 
rights  apart  from  any  family,  societal,  economic,  social,  or 
emotional  burden  that  they  might  cause.  Other  people 
cause  burdens,  too,  but  we  don't  consider  wheiher  they 
should  be  alive,  ifit  is  all  right  with  someone  else.  .  .  .We 
talk  about  the  burden  that  disabled  people  will  cause  to 
their  families,  to  their  siblings,  as  though  it  means  that  the 
only  way  that  disabled  children  should  be  allowed  to  live 
is  if  it  is  all  right  with  someone  else."* 

Recent  decades  have  seen  significant  although 
mixed  progress  in  understanding  the  burdens  that 
society  places  on  people  with  disabilities  and  in 
recognition  of  theur  rights  and  full  humanity.  At  the 
Federal  ^evel,  section  504  of  the  Rehabilitation  Act 
of  1973"'  applies  a  general  principle  of  nondiscrimi- 
nation based  on  handicap  to  all  programs  or  activi- 
ties receiving  Federal  financial  assistance;  the  Edu- 
cation for  All  Handicapped  Children  Act  of  1975"' 
promises  to  all  children  with  disabilities  a  "free 
appropriate  public  education  which  emphasizes  spe- 
cial education  a^id  related  services  designed  to  meet 
their  unique  needs";  the  Developmental  Disabilities 
Assistance  and  Bill  of  Rights  Act"*  give?*  the 
Nation's  assurance  "that  all  persons  with  develop- 
mental disabilities  receive  the  services  and  other 
assistance  and  opportunities  necessary  to  ^.-able  such 

Department  of  Special  Education,  University  of  New  Mexico;,  id, 
at  202  (testimony  of  Dr.  Rosalyn  Benjamin  Darling,  Director, 
Early  Intervention  Services,  City  Council  Clinic  Johnstown, 
Inc.). 

">  Id  at  126  (testimony  of  Adrienne  Asch,  Adjunct  Lecturer  in 
Social  Psvchology,  City  College  of  New  York). 

"»   29  U.S.CA.  §794  (West  Supp.  1988). 

20  U.S.C.A.  §1401  note  (West  1978  &  Supp.  1988). 
"*    42  U.S.C.A.  §§60  ^6083  (West  1983  &  Supp.  1988). 
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persons  to  achieve  their  maximtun  potential  through 
increased  independence,  productivity,  and  integra- 
tion into  the  community";  and  the  Architectural 
Barriers  Act  of  1968"*  is  intended  to  make  public 
buildings  physically  accessible  to  people  with  disa- 
baities."* 

It  fs  the  interpretation  of  the  Department  of 
Health  and  Human  Services,  the  Federal  agency 
charged  with  implementing  the  Child  Abuse 
Amendments  of  1984,  that  "the  law  [does]  not 
permit  life  and  death  treatment  decisions  to  be  made 
on  the  basis  of  subjective  opinions  regarding  the 
future  Equality  of  life*  of  a  retarded  or  disabled 
person."*"  Before  passage  of  the  Ch3d  Abuse 
Amendments,  nine  major  disabUity  and  medical 
associations  adopted  a  set  of  "Principles  of  Treat- 
ment" that  also  rejected  the  use  of  quality  of  life 
criteria:  "Considerations  such  as  anticipated  or 
actual  limited  potential  of  an  individual  and  present 
or  future  lack  of  available  conmiunity  resources  are 
irrelevant  and  must  not  determine  the  dec'Vions 
concerning  medical  care.""* 


Ck>ncIusion 

The  bases  typically  advanced  to  support  denial  of 
lifesaving  medical  treatment,  food,  and  fluids  based 
on  disability— that  the  quality  of  life  of  a  person  with 
a  disability  will  be  unacceptably  poor,  or  that  such  a 
person's  continued  existence  will  impose  an  unac- 
ceptable burden  on  his  family  or  on  the  Nation  as  a 
whole— are  often  grounded  in  misinformation,  inac- 
ctirate  stereotypes,  and  negative  attitudes  about 
people  with  disabilities.  A  country  committed  to  the 
civil  rights  of  all  should  address  the  very  real 
problems  people  with  disabilities  and  their  families 
face  through  festering  supportive  services  and  social 
acceptance,  and  throu**^  defending  their  rights  to 
accessible  and  inte^-  transportation,  housing, 
education,  health  cart,  and  employment— not  by 
eliminating  those  with  disabilities. 


»»    42  U.S.CA.  §§4151  to  4157  (West  1977  &  Supp.  1988). 

See  generally  U.S.  Commission  on  Civil  Rights*  Accommodat- 
ing the  Spectrum  of  Individual  Abilities  46-62  (1983). 

"*  Child  Abuse  and  Neglect  Prevention  and  Treatment  Pro- 
gram, 50  Fed.  Reg.  14S78,  14879  (1985).  See  also  id.  at  14880;  45 
CF.R.  pt  1340  App.  Interpretative  Guideline  9  (1987>,  chap.  7 
Joint  Polky  Statement-  Principles  of  Treatment  of  Disabled 
Infants,  73  Pediatrics  559.  559  (1984).  The  cosigring  organizations 
were  the  Association  for  Retarded  Citizens,  the  National  Down's 
Syndrome  Congress,  the  American  Coalition  of  O'tizcns  with 
Disabilities,  Inc.,  the  Association  for  Persons  with  Severe 
Handicaps,  the  American  Association  on  Mental  Deficiency,  the 
American  Association  of  University  Affiliated  Programs  for 


Persons  with  Developmental  Disabilities,  the  Spina  Bifida  Associ- 
ation of  America,  the  National  Association  of  Qiildren's  Hospi- 
tals and  Related  Institutions,  Inc.,  and  the  American  Academy  of 
Pediatrics,  However,  the  American  Academy  of  Pediatrics  has 
since  argued,  with  regard  to  the  Child  Abuse  Amendments,  that 
Congress  did  not  "clearly  intcndQ  to  exclude  consideration  of  the 
infant's  quality  of  life."  Comment  of  the  American  Academy  of 
Pediatrics  on  Proposed  Rules  Regarding  Child  Abuse  Neglect 
Prevention  and  Treatment  Program  30  (Feb.  8.  1985),  quoted  in 
Nicholson,  Horowitz  &  Parry,  Model  Procedures  for  Child 
Protective  Service  Agencier  Responding  to  Reports  of  Withholding 
Medically  Indicated  Treatment  from  Disabled  Infants  With  Life- 
Threatening  Conditions,  10  Mental  &  Physical  Disability  L.  Rep. 
220,  227  (1986). 
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Chapter  4 

The  Role  of  Economic  Considerations  in 
Denials  of  Medical  Treatment 


An  argument  "*equently  heard  in  favor  of  denial 
of  treatment  is  the  claim  that  the  costs  associated 
with  children  born  with  disabilities  create  a  burden 
too  great  to  be  borne  by  family  or  society. 

For  example,  Dn  Walter  Owens,  the  physician  in 
attendance  during  the  death  of  Bloomington's  Infant 
Doe,  told  the  Civil  Rights  Commission: 

In  an  ideal  society,  one  might  say  we  should  consider  only 
the  welfare  of  the  child,  but  this  is  not  an  ideal  world  and 
we  do  not  have  unlimited  resoiuces.  .  .  . 

Money  which  is  spent— and  we*re  talking  of  many  times 
$100,000  or  even  $500,000  or  even  $1  million  spent  on 
such  children— that  is  money  not  available  for  the  educa- 
tion of  normal  children.^ 

A  similar  perspective  wfs  articulated  by  Dr. 
George  Crilc,  former  head  of  the  Department  of 
General  Surgery  of  the  Cleveland  Clinic,  who 
argued  in  1984,  shordy  after  passage  of  the  Child 
Abuse  Amendments: 

Despite  the  law,  the  debate.  .  .continues.  .  .  .[The  ques- 
tion] must  be  viewed.  .  .in  the  light  of.  .  .societ/s  right 
for  its  members  to  have  productive  and  pleasant  lives,  not 
to  be  lived  mainly  to  support  the  growing  numbers  of 
hopelessly  disabl^,  often  unconscious  people  whose 


*  Protection  of  Handicapped  Newborns:  Hearing  Be/ore  the  United 
Suites  Comt  <ssion  on  Civii  Rights  205-06  (198Q  (vol.  II)  (testimo- 
ny of  Waltei  'Vcns,  M.D..  Bloomington  Obstetrics  and  Gyne- 
cology, Inc.). 

»  Crile,  The  Right  to  Life,  Med  Tribune,  Dec.  19,  1984,  at  27. 
Commenting  on  a  draft  of  relevant  portions  of  this  report.  Dr. 
Crile  charged  that  this  quotaHon  gives  a  "false  impression"  of  his 
position  because  he  has  "never  stood  against  rehabilitation  of  any 
one  with  a  brain  that  was ;  fucctional  or  a  body  that  was 
salvageable.  .  .  .1  am  refer^g  to  people  who  are  hopeies^ly 
disabled,  and  that  means  disabled  to  the  extent  that  rehabilitation 
could  not  help  them  to  improve  or  recover."  Letter  from  George 
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costly  existence  is  consuming  so  much  of  the  gross 
national  product.  .  . 

If  a  child  is  bora  with  Down  syndrome,  Crile 
wrote: 

parents  can  be  told  that  their  child  has  no  chance  of 
growing  up  to  be  able  to  take  care  of  itself.  If  the  parents 
still  want  to  rear  their  child,  that  should  be  their  decision, 
but  there  should  be  no  support  from  the  community  or  the 
state. 

I  wish  to  emphasize  that  I  do  not  believe  that  existence 
is  necessarily  unhappy  for  the  child  with  Dowi/^;  nor  that 
such  a  child  cannot  be  a  joy  to  its  parents.  Ttisx  is  why  the 
parents  should  make  the  final  dtcision.  It  remains  that  a 
child  with  Down's  syndrome.  .  .will  not  grow  up  to  be 
self-rsustammg  or  able  to  contribute  to  the  economy. 
Neither  the  community  nor  taxpayers  should  be  obliged  to 
support  the  child.' 

Similar  thinking  is  found  in  an  article  on  co^^t^ 
benefit  analysis  published  in  July  1984  in  the  journal 
of  the  American  Academy  of  Pedla'^cs.**  Tlie 
article  was  written  by  doctors  and  researchers 
affiliated  with  the  Women  and  Infants  Hospital  of 
Rhode  Island  and  Brown  University. 

This  cost-benefit  analysis  was  based  on  the  rec- 
ords of  247  infants  who  weighed  between  500  and 

Crile,  Jr.,  M,D.,  to  William  J.  Howard,  General  Counsel,  U.S. 
Comicssion  on  Civil  Rights  (Sept.  15,  1988)  (emphasis  in 
original),  reprinted  in  app.  D.  As  his  article  (which  is  repririted  in 
full  in  app.  D)  makes  clear,  however,  Hr.  Crile's  notion  of  a 
hopelessly  nonfunctional  brain  is  broad  enough  to  include  "totally 
incurable  and  accurately  diagnosable  brain  defects  such  as 
Down's  syndrome.**  Crile,  supra,  at  27. 

*  Id  For  a  consideration  of  the  validity  of  such  claims  about 
those  with  Down:  syndrome,  sec  chap.  3. 

*  Walker,  Feldman,  Vohr  &  Oh,  Cost-Bem/it  Analysis  of  Neonatal 
Intensive  Care  for  Infants  Weighing  Less  Than  hOOO  Grams  at 
Birtk  74  Pediatrics  20  (1984). 
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99^  grams  at  ^irth  and  who  were  bom  between 
January  1977  and  December  1981.  Eighty-seven 
percent  of  the  survivors  were  evaluated  for  from  1 
to  5  years.  Most  (74  pero?nt)  were  unimpaired  or 
minimally  impaired.  Ten  percent  were  "moderately 
impaired"  and  16  percent  were  labeled*  "severely 
handicapped.''  Their  projected  lifetime  costs  (esti- 
mated in  1982  dollars)  ranged  from  $362,992  for  the 
lowest  birthweight  group— 600  to  699  grams— to 
$40,647  per  "-uTvivor  for  those  in  the  highest  birth- 
weight  group— 900  to  999  grams.  Lifetime  earnings 
were  estimated  at  zero  for  those  in  the  500  to  699 
gram  birthweight  group  and  $77,084  for  those  in  the 
highest  birthweight  group  of  900  to  999  grams.* 

The  authors  concluded  that  "neonatal  intensiv . 
care  may  not  be  justifiable  for  infants  weighing  le:^^ 
than  900  grams  at  birth."®  They  reached  tV^ 
conclusion  even  though  63  percent  of  the  700  to  799 
gram  and  57  percent  of  the  800  to  899  gram 
birthweight  groups  had  no  or  minimal  disabilities.^ 
They  did  so  by  straightforwardly  comparing  their 
estimates  of  the  cost  of  lifetime  care  to  their 
estimates  of  lifetime  earnings.® 

Cost-benefit  analysis  as  a  justification  for  denial  of 
treatment  to  people  with  disabilities  implies  discrimi- 
nation based  on  disability,  because  such  evaluations 
are  not  typically  employed  in  other  contexts.*  The 
Commission  emphatically  rejects  the  view  that 
lifesaving  medical  services  should  be  provided  or 
denied  to  any  group  of  people  based  on  their 
estimated  economic  worth  to  society.  The  Commis- 
sion considers  it  hnportant,  however,  to  give  critical 
examination  to  the  factual  premises  of  an  argument 
for  denial  of  treatment  that  is  made  as  frequently  as 
is  the  econcstic  one. 

Underlying  most  cost-benefit  projections  are  two 
superficially  plausible  assumptions:  (1)  the  more 
serious  the  level  of  disability,  tlie  poorer  the  progno- 
sis for  residential  placement  anc!  productive  employ- 
ment; and  (2)  the  poorer  the  prognosis,  the  higher 
the  net  cost  of  lifetime  care." 

This  approach  is  based  on  what  may  be  called  a 
"mythology"  of  disability,  a  mythology  grounded  in 
the  basic  assumption  that  the  circumstances  of 


»  Id  at  20. 

•  l(L 

»  Id  at  22  (table  3). 

•  Id  at  20. 

•  For  example,  we  do  not  routinely  compare  the  costs  juvenile 
delinquents  are  likely  to  cause  society  with  their  probable 
economic  benefits  and  then  choose  death  for  those  with  regard  to 
whom  the  costs  are  calculated  to  exceed  the  benefits. 


disability  (i.e.,  the  living  rrangements  and  work  and 
social  opportunities  for  ti  >se  who  have  disabilities) 
emanate  from  the  disability  itself,  and  hence  the 
costs  associated  with  these  arrangements  are  the 
durect  result  of  the  disability.  However.  J&  shown 
below,  this  assumption  has  been  refuted  during  the 
past  10  years  by  the  performance  of  people  with 
disabilities. 

The  importance  of  the  assumptions  that  underlie 
this  mythology  in  the  practice  of  denial  of  treatment 
should  not  be  underestimated.  To  understand  and 
critically  appraise  estimates  of  long  term  care  or 
public  costs  associated  with  severe  disability  as  they 
appear  in  the  medical  literature,  it  is  important  to 
recognize  how  dependent  these  estimates  are  on 
assessing  the  potential  of  the  individual  with  the 
disability. 

A  recent  medical  journal  article  reported  the^ 
results  of  a  random  survey  of  604  Fellows  of  the 
A*nerican  Academy  of  Pediatrics.  Of  the  604  pedia- 
tricians contacted,  373  cr  62  percent  returned  the 
questionnaires;  56  of  these  were  discarded  due  to 
incomplete  information." 

One  series  of  questions  inquked  what  each  doctor 
thci!ghv  the  future  would  be  like,  in  terms  of  their 
residential  placement  and  potential  for  work,  for 
children  with  spina  bifida.  Approximately  half  the 
doctors  were  asked  to  make  predictions  about 
children  bom  with  spina  bifida  but  no  hydrocepha- 
lus and  those  with  spina  bifida  and  moderate 
hydrocephalus;  the  other  half  wexe  asked  to  make 
predictions  about  those  with  no  hydrocephalus  and 
those  with  severe  hydrocephalus.  That  is,  the  ques- 
tionnaire ascertained  where  the  doctors  thought 
each  of  these  examples  of  disability  would  place  a 
child  on  the  spectrum  from  relative  independence  in 
living  and  working  all  the  way  to  total  dependence 
with  no  hope  of  securing  employment. 

The  results  of  this  survey,  undertaken  to  deter- 
mine how  pediatricians  would  influence  treatment 
decisions  based  on  the  presence  of  varying  degrees 
of  hydrocephalus  in  children  bom  with  jpina  bifida, 
suggested  that  most  pediatricians  assume  that  mod- 
erate hydrocephalus  leads  inexorably  to  a  lessened 

As  later  portions  of  this  chapter  demonstrate,  such  assump* 
ttons  are  inaccurate  in  light  of  the  progress  made  in  the  last 
decade  that  has  enabled  even  those  labeled  most  severely  disabled 
to  live  in  community  settings  and  to  become  productive  members 
of  society. 

"  Siperstein,  Wolraich,  Reed,  &  O'Keefe,  Medical  Decisions  and 
Prognostications  of  Pediatricians  for  Infants  With  Meningomyelocele, 
113  J.  of  Pediatrics  835  (1988). 

49 


TABLE  4.1 

Pediatricians'  Responses  to 
Prognostic  Belief  Scale 


the 


Infant  without 
hydrocephalus 


n  =  317 

Prognostication  for  Adutt  Capabilities 


Inf fint  with 
mc  derate 

hyori^^eohalus 

n  =  139 


Infant  with 
severe 

hydrocephalus 

n  =  178 


Mean  Score 

21.7 

15.8 

6.4 

Standard  Deviation 

6.1 

8.0 

7.1 

Prognostications  for  Residential  Placement 

Unsupervised  apartment 

47.9% 

18.5% 

2.9% 

Supervised  apartment 

35.7% 

31.1% 

12.0% 

Group  home 

14.2% 

31.1% 

30.8% 

Institution 

2.1% 

14.5% 

54.3% 

Prognostications  for  Vocational  Placement 

SIdlled  competitive  employment 

53.8% 

19.7% 

2.3% 

Unsldlied  competitive  employment 

5.6% 

e.6% 

2.3% 

Supervised  full-tim<i  employment 

20.9% 

25.4% 

7.6% 

Supervised  part-time  employment 

14.7% 

31.1% 

21.5% 

Incapable  of  any  employment 


5.0% 


17.22% 


66.3% 


Source:  Sipersfein,  Wclraich,  Read  &  O'Keefe,  Medical  Decisions  and  Prognostications  for  Infants  with  Meningomyelocele,  113  Journal  of 
Pediatrics  838  (1988).  Reprinted  witli  permission. 


ability  to  live  independently  (say  only  in  a  super- 
vised apartment  or  group  home)  and  that  severe 
hydrocephalus  leads  just  as  inexorably  to  bfe  in  an 
institution.  (Sec  table  4.1.)  They  make  similar,  as- 
sumptions concerning  the  child's  ability  to  work- 
that  moderate  hydrocephalus  makes  only  supervised 
employment  possible,  while  severe  hydrocephalus 
means  no  employment  at  all." 

It  is  not  surprising  that  these  predictions  result  in  a 
tendency  by  pediatricians  to  incline  away  from 
encouraging  lifcsaving  surgery  to'A^ard  discouraging 
it  as  hydrocephalus  becomes  more  severe.  Although 
34.2  percent  of  the  pediatricians  would  either  not 
know  what  to  do  or  would  provide  only  supportive 
care  if  the  child  were  their  own  and  had  spina  bifida 
without  hydrocephalus,  75.7  percent  would  not 
know  what  to  do  or  would  provide  only  supportive 
care  if  their  child  had  spina  bifida  with  severe 
hydrocephalus.^' 

Costs  of  Residential  Placement 

A  recent  study  of  the  costs  of  residential  place- 
ments for  over  1,000  persons  with  severe  disabilities 
in  three  States  calls  into  question  the  assumption  that 
the  more  severe  the  disability,  the  greater  the  cost  of 
residential  placement. 

The  objective  of  [the  project]  was  to  identify  differences 
in  costs  associated  with  providing  services  to  persons  in 
diffcrtnt  types  of  residential  arrangements  and  with 
varying  levels  of  disability.  Accordingly,  in  selecting 
service  systems  for  study,  the  aim  was  to  identify  systems 
embracing  a  variety  of  residential  service  options. 

Two  of  the  three  regional  systems  have  been  recognij  ^ 
by  the  University  of  Syracuse  Center  on  Human  Policy  as 
•'model"  residential  programs.  The  third,  in  New  Hamp- 
shire has  been  widely  recognized  for  its  commitment  to 
serve  persons  with  all  levels  of  disability  in  small  commu- 
nity-based living  arrangements  and  integrated  work  set- 
tings." 


"  Id  at  838»  table  2.  The  article  points  out  that  these  assumptions 
are  erroneous. 

"  Id  at  837»  table  1.  Sec  chap.  3  (text  accompanying  notes 
92-95)  and  chap.  9  (text  accompanying  notes  13-18)  for  a  further 
discussion  of  this  survey.) 

"  Ashbaugh  &  Nemcy,.An  Analysis  of  the  Costs  of  Serving 
Persons  vwth  Mental  Retardation  by  Type  of  Residential  Ar- 
rangement: Macomb-Oakland  Regio..  in  Michigan,  Region  V  in 
Nebraska,  and  Re^on  V  in  New  Hampshire  2  (1988). 
"  Id  at  2.  Costa  for  Michigan  and  Nebraska,  July  1,  1984,  to 
June  30,  1985;  for  New  Hampshire,  July  1, 1985,  to  June  30, 1986. 


Each  system  relies  on  a  broad  range  of  integrated 
community  homes,  including  group  homes,  apart- 
ments, and  family*type  homes.  Using  data  from 
1984-85  and  1985-86,  the  study  examined  costs  for 
1,287  individuals  living  in  169  group  homes,  151 
family  homes,  and  43  apartments."  Cost  data  were 
also  examined  for  approximately  250  persons  from 
these  three  regions  living  in  institutions."  Each 
individual  was  identified  on  a  scale  of  1  to  100  to 
determine  similar  and  differing  levels  of  disability.^^ 

The  study  concluded:  "The  average  annual  cost  of 
residential  services  per  client  varied  more,  far  more, 
by  the  type  of  residential  option  employed  than  by 
the  level  of  need  of  the  client.""  Group  homes, 
apartments,  and  family-type  homes  were  significant- 
ly less  costly  than  institutions  for  individuals  at  all 
levels  of  disability,  including  the  most  severe  lev- 
els." Persons  labeled  and  considered  most  disabled, 
severely  and  profoundly  handicapped  by  eveiy 
definition,  were  found  in  significant  numbers  in  all 
four  residential  options  (institutions,  group  homes, 
apartments,  and  surrogate  family  homes).^  More 
persons  in  the  most  severe  range  of  disabilities  were 
found  in  community  settings  than  in  institutional 
ones.*^ 

The  definition  of  severe  disability  used  in  this 
study  was  limited  to  those  bidividuals  who  usually 
had  more  than  one  very  significant  disability.  Pro- 
found mental  retardation  alone  was  not  considered 
enough  for  a  classification  of  severe  disability  by  any 
of  the  regions.  For  such  a  classification,  a  person  had 
to  experience  severe  retardation  together  with 
blindness  or  deafness  or  complex  medical  or  behav- 
ioral needs." 

Despite  widely  divergent  cost  of  living  differ- 
ences and  salary  differences  in  the  three  regions,  for 
all: 


"    Interview  with  Thomas  Nemey,  coauthor  and  project 

coordinator  for  the  above-referenced  study  (Nov.  29,  1988) 

[hereinafter  Nemey  interview]. 

"  Ashbaugh  &  Nemey,  supra  note  15  at  6. 

»•  Id  at  14. 

*•  Nemey  interview,  supra  note  17. 

^  More  than  33  percent  of  the  sample  met  the  deftnition  of  those 
considered  most  severely  disabled.  Id. 

Id  In  Michigan's  Macomb-Oakland  region,  there  were  five 
times  the  number  of  those  considered  most  severely  disabled 
living*  in  community  homes  than  in  institutions. 
«  Id 
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•  The  differencts  in  average  cost  per  person  per 
year  for  those  with  identical  disabilities  ranged 
from  over  2  times  to  as  much  as  6.  times  as  much 
from  one  option  to  another.*^ 

•  Tlie  average  institutional  cost  was  higher  than 
any  of  the  average  community  costs  no  matter 
which  community  option  was  chosen  and  no 
matter  what  the  level  of  disability.^* 

•  Administrators  (public  officials)  agreed  that 
the  most  costly  option,  the  institution,  was  in 
every  case  the  least  desirable  programmatically: 
the  person  with  a  disability  benefited  the  least 
from  the  institution  and  in  most  cases  was  harmed 
by  it 

•  Administrators  agreed  that  family  or  family- 
scale  placements  were  always  preferable  to  insti- 
tutional placements  for  children.** 

•  The  smaller  the  unit  of  community  residential 
placement,  the  lower  the  average  cost  incurred, 
no  matter  the  severity  of  the  disability 

•  Family-type  placements  with  appropriate 
backup  supports  were  the  least  costly  and,  for 
children,  the  most  d'^irable." 

The  cost  differentials  for  the  same  level  of  disability 
by  nature  of  residential  placement  in,  Michigan's 
Macomb-Oakland  system,  Nebraska's  Region  V 
system,  and  Region  V  in  New  Hampshire  are  shown 
in  figure  4.1. 

Fandly  Placement 

The  trend  in  providing  care  for  those  with  the 
most  severe  .disabilities  appears  to  be  movmg  away 
from  the  use  of  high-cost  institutional  settings  to  a 
variety  of  community-based  ones  with  significant 
programmatic  and  fiscal  differences.  A  clear  trend  in 

**  Id  Set  also  Ashbaugh  &  Ncrncy,  supra  note  15,  at  fig.  16  and 
fig.  35. 

^  Nerney  interne w,  supra  note  17.  For  example,  in  Michigan's 
Maconib<>akland  system,  community  placement  could  result  in 
saving  over  S47,000  per  person  per  year  compared  to  institutional 
placement 

**  Id  See  also  Medicaid  Home  and  Community  Quality  Services 
Act  of 1987:  Hearing  on  S  J67S  Before  the  Subcomnu  on  Health  of 
the  Senate  Comm.  on  Finance,  100th  Cong.,  2d  Sess.  5  (1988) 
(hereinafter  Medicaid  Hearing)  (statement  of  K.  Charlie  Lakin, 
Director  of  Research,  Minnesota  University  Affiliated  Program 
on  Developmental  Disabilities/Center  for  Residential  and  Com- 
munity Services,  Minneapolis,  Minn.)  (regarding  the  inferiority  of 
institutions  to  community-based  settings). 
»»  Id  See  also  fig.  4.1,  with  regard  to  those  considered  "most 
severely  disabled**;  Ashbaugh  &  Nerney,  supra  note  15,  at  fig.  16 
ari  fig.  35. 

Nerney  interview,  supra  note  17. 
«  Id. 
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the  direction  of  use  of  family-type  placements,  the 
least  costly  alternative,  is  developing,  especially  for 
children,'*  It  seems  probable,  therefore,  that  in  real 
terms  the  average  cost  of  residential  placement  for 
people  with  disabilities  \  headed  downward,  not 
upward. 

Despite  the  clear  cost  (and  desirability)  advantage 
of  family  placement,  most  contemporary  Federal 
and  State  policies  do  not  encourage  it.  There  are 
important,  often  unrecognized,  historical  reasons  for 
this. 

In  the  early  part  of  this  century,  the  eugenics 
movement  gave  rise  to  the  institutional  program  for 
persons  with  disabilities,^  with  most  public  institu- 
tions being  established  to  remove  persons  with 
disabilities  from  their  communities  and  families 
because  they  were,  mistakenly,  thought  to  be  dan- 
gerous and  responsible  for  society's  ills.*®  The 
ingrained  pattern  established  by  this  practice  goes  a 
long  way  toward  explaining  why  ii  is  still  so  difficult 
automatically  to  think  of  and  foster  the  natural  (or 
adoptive)  family  as  the  most  humane  and  logical 
choice  for  initial  support  when  a  child  with  a 
disability  is  bom.** 

As  discussed  above  in  chapter  1,  government 
reports  from  the  early  pari  of  this  century  labeled 
persons  with  mental  retardation  and  persons  with 
disabilities  generally  as  "a  parasitic,  predatory 
class,"  "a  danger  to  the  race,"  and  "a  blight  and  a 
misfortune  both  to  themselves  and  to  the  public."" 
State  laws  required  persons  with  disabilities  to  be 
removed  from  the  community  and  parents  to  surren- 
der their  children  or  allow  State  officials  to  take 
them."  In  the  State  of  Washington  it  even  became  a 

"  Motion  and  Brief  Amici  Curiae  of  Association  for  Retarded 
Citi2ens/USA,  Association  for  Retarded  Citizens/Texas,  Nation- 
al Down  Syndrome  Congress,  People  First  International  and 
People  First  Organizations  of  Iowa,  Louisiana,  Michigan,  Nebras- 
ka, Oregon  and  Washington,  United  Together,  S.T.A.N.D. 
Tojether,  Speaking  for  Ourselves,  Consumer  Advocacy  Board  of 
the  Massachusetts  Association  for  Retarded  Citizens,  Texas 
Advocates,  Wisconsin  Advocates,  Capitol  People  First,  and  Self- 
Advocates  of  Central  New  York  at  5-6,  Cleburne  v.  Cleburne 
Living  Center,  473  U.S.  432  (1985)  (No.  84-468). 

D.  Rolhman  &  S.  Rothman,  Tha  Wilioworook  Wars  47  ( 1 984). 

See  chap.  1  and  text  acccjipanying  rotes  36-59. 
"  See  chap.  1  and  text  accompanying  notes  55-57. 
"  Brief  Amici  Curiae  of  the  American  Coalition  of  Qtizcns  with 
Disabilities,  People  First  Organizations  of  California,  Iowa, 
Louisiana,  Michigan,  Nebraska,  Oregon  and  Washington,  People 
Pirst  International,  United  Together  Organizations  of  Arkansas, 
California,  Florida,  Idaho,  Kansas,  Massachusetts,  Minnesota,  and 
Montata,  Speaking  for  Ourselves  of  Pennsylvania,  Consumer 
Advisoiy  Board  of  Massachusetts,  Self-Advocates  of  Central 
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criminal  ofFense,  punishable  by  a  fine,  to  keep  a  child 
with  mental  retardation  at  home.** 

More  enlightened  attitudes  in  recent  decades  led 
to  some  reform.  In  the  early  1970s,  Congress 
allowed  the  States  to  begin  using  Federal  medicaid 
funds  to  improve  the  terrible  conditions  found  in 
institutions.'*  The  Federal  medicaid  route  to  reform 
resulted  in  an  enormous  investment  of  Federal  and 
State  dollars  in  the  institutions.'* 

Soon,  however,  members  of  the  disability  rights 
parent  anc  advocacy  movement  came  to  the  conclu- 
sion that  these  institutions  could  not  be  reformed. 
Instead,  they  demand&](  that  the  individuals  residing 
there  return  to  their  communities.'' 

The  use  of  what  were  originally  called  "alterna- 
tives" to  the  institutions,  i.e.,  group  homes  and 
family  homes,  became  commonplace.  A  number  of 
States,  including  Maine,  Rhode  Island,"  Michigan, 
Nebraska,  and  New  Hampshire,  established  commu- 
nity-based systems,'*  The  results  were  impressive: 

Numerous  studies  have  compared  social  participation  of 
institution  and  community  residents.  They  consistently 
and  clearly  find  community  residents  to  be  better  integrat- 
ed. They  go  to  more  restaurants,  mo.'e  stores,  more 
movies,  more  sporting  events.  They  go  on  more  walks  off 
the  facility  grounds.  They  vfsit  more  often  with  friends 
who  live  elsewhere.  They  are  more  likely  to  have 
friendships  with  non-handicapped  peers.  They  have  more 
intact  with  their  own  families.  In  short,  they  arc  better 
integrated  in  every  conceivable  way.*« 

These  policies,  however,  did  not  address  the  needs 
of  families  who  kept  their  children  at  home.**  The 
fiscal  incentives  to  States  remained  with  the  institu- 
tions first,  the  community  homes  a  bad  second,*^ 

New  York,  Texas  Advocates,  Wisconsin  Advocates,  Disabled  in 
Action  of  Pennsylvania,  Disabled  in  Action  of  New  York,  and  the 
National  Association  of  Protection  and  Advocacy  Systems  at 
13-14,  Bowen  V.  Am.  Hosp.  Ass'n,  476  U.S,  610  (19^6)  [hereinaf- 
ter ACCD  Amicusl. 

Cleburne  amicus,  supra  note  33,  at  13. 
>*  See  generally  S.B.  Sarason  &  J.  Doris,  Educa    iai  Handicap, 
Public  Pblicy  and  Social  History  (1979). 
^  Medicaid  Hearing,  supra  note  26,  at  2  (opening  statement  of 
Sen.  George  Mitchell). 

See»  eg.,  Pennhurst  Sute  School  and  Hosp.  v.  Halderman,  451 
U.S.  1,  6&  n.l  (1981);  Rothmaa  &  Rothman,  supra  note  31,  at 
49-50. 

»•  Medicaid  Hearing,  supra  note  26,  at  2  (opening  sutement  of 
Sen,  George  Mitchell). 

»♦  Nemcy,  Nisbet  &  Conley,  Economic  Analysis  of  Three 
Regional  Community  Developmental  Service  Regions  (1989)  (in 
press). 

♦0  Id  at  5-6  (sutement  of  K.  Charlie  Lakin,  Director  of 
Research,  Minnesota  University  Affiliated  Program  on  Develop- 
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and  the  natural  family  last.*'  Only  recently  has  an 
attempt  been  made  to  change  the  Federal  medicaid 
legislation  to  give  priority  in  fmiding  to  families  and 
commmiity  homes.  Legislation  to  accomplish  this, 
such  as  the  Medicaid  Home  und  Community  Quality 
Services  Act  of  1987,  has  yet  to  be  enacted.** 
Because  providing  support  for  the  family  is  the  most 
cost-efficient  way  to  provide  residential  services, 
changing  the  economic  incentives  from  the  institu- 
tion to  the  family  would  cause  the  cost  associated 
with  disability  to  drop  signiflcantly. 

Productivity  of  Persons  with  Severe  and 
Profound  Disabilities 

State  vocational  rehabilitation  agencies,  together 
with  advocacy  and  service  agencies,  have  begun  io 
offer  neNV  and  experimental  job  training  programs 
for  those  with  the  most  profound  disabilities.*^ 
These  programs  are  the  result  of  u  relatively  new 
concept  in  employment  training  variously  referred 
to  as  "supported  employment"  or,  tor  school-age 
adolescents,  "transitional  employment."**  The  evi- 
dence of  earning  capacity  among  people  commonly 
viewed  as  inherently  unproductive  after  ^\,ts  than 
approximately  5  years  of  Federal-  and  State-funded 
employment  programs  is  dramatic. 

One  example  is  a  program  run  by  a  nonprofit 
agency.  New  England  Business  Associates.  Under 
the  program,  a  job  coach  accompanies  a  person  with 
a  severe  or  profound  disability  to  the  place  of 
employment,  provides  onsite  assistance  as  needed, 
and  helps  train  the  individual  while  she  or  he  is 
working  at  a  regular  job  paid  for  by  an  ordinary 
employer.  This  job  coach  fades  back  as  the  individu- 

mental  Disabilities/Center  for  Residential  and  Community  Ser- 
vices, Minneapolis,  Minn.). 

*^  Id,  at  8-9  (statement  of  Valerie  J.  Bradley,  President,  Human 
Services  Research  Institute,  Cambridge,  Mass.). 
"  D.  Braddock,  R.  Hemp  &  G.  Fujiura,  Public  Expenditures  for 
Mental  Retardation  and  Development^  Disabilities  in  the  United 
States  50-52  (2d  ed.  1986). 

National  Study  Group  on  Stete  Medicaid  Strategics,  The 
Center  for  the  Study  of  Social  Policy  (Tom  Doc,  Director), 
Restructuring  Medicaid:  An  Agenda  for  Change  11  n983). 
^  See  Medicaid  Hearing,  supra  note  26,  at  1  (opening  statement 
of  Sen.  George  Mitchell)  and  3  (opening  statement  of  Sen.  John 
Chafee). 

**  See  generally  Congress  Passes  Voc  Rehab  Bill.  Supported 
Work  for  CMIs  E  National  Association  of  SVate  MenUl  Health 
Program  Directors  Report;  The  U.S.  Congr^,  Oct.  7,  1986,  at  3> 
5. 

**  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  88  (1986)  (vol.  II)  (testimony  of 
Madeleme  Will,  Assistant  Secretary  for  Special  Education  and 
Rehabilitative  Services,  U.S.  Department  of  Education). 
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FIGURE  4*1 

Comparative  Costs  of  Institutions,  Group  Home/s  and  Family  Homes  in  Three  States 

Average  annual  per  person  costs  for  those  considered  "niost  ^verely  disabled'' 


Thousands  of  dollars 


MidiHun  Nebraska  New  Hami^hlre 

(MacocDbOakland)  (Region  V)  (Region  V) 

FY85  FY85  FY86 

'Famiiy  home  refers  to  individuals  and  families,  not  the  natural  parents,  who  take  a  per8on(8)  with  severe  dlsat)iiiti63  into  their  own 
home  or  apartment 


al  gains  skills  and  incomes  but  remains  always 
available  both  to  the  individual  with  a  disability  and 
to  the  employer.*^ 

Kathy  Moore,  executive  director  of  New  England 
Business  Associates,  provided  the  Commission  with 
these  examples  of  people  active  in  the  program: 

J.  C.  profoundly  deaf,  legally  blind,  severely  retarded 
1987-88  earnings  57,860.00 

M.  D.  profoundly  deaf,  legally  blind,  brain  tumor, 
mentally  retarded,  institutionalized  at  birth  1987-  88  earn- 
ings $6|220.85 

M.  Gl.  profoundly  deaf,  totally  blind,  profoundly  retard- 
ed, institutionalized  at  birth  1987-88  earnings  $7,221.60 

M.  K.  profoundly  deaf,  totally  blind,  severely  mentally 
retarded  1987-88  canuigs  $2,163.00 

R  R.  profoundly  deaf,  tc*ally  blind,  severely  retarded, 
progressive  sensory  neural  loss  1987-88  earn- 
ings $10,400.00 

L.  T.  profoundly  deaf,  totally  blind,  severely  retards, 
institutionalized  at  birth  1987-88  earnings  $332.13^ 

A  similar  program  for  adults  with  autism  and 
severe  behavioral  difficulties  has  been  operatuig  in 
Montgomery  County,  Maryland,  for  almost  8  years. 
This  program,  run  by  Community  Services  for 
Autistic  Adults  and  Children,  included  over  46 
persons  ruled  "unemployable"  by  every  agency  they 
had  ever  contactedc  After  living  most  of  their  lives 
in  institutions,  now  all  live  in  small  homes  in 
Rockville,  Maryland,  and  all  earn  at  least  the 
minimum  wage  in  a  program  using  supported  em- 
ployment** 

An  8-year  longitudinal  study  of  the  costs  and 
benefits  of  supported  employment  for  117  persons 
with  moderate  severe  mental  retardation  found 
that,  in  comparison  to  the  $1,361,951  that  would 
have  been  required  in  SSI  payments  and  alternative 
service  programs  had  these  persons  not  been  em- 
ployed, the  supported  employment  program  cost 
$1,212,117.  Those  participating  in  the  program 

Inlervicwt  with  Kathy  Moore,  Exccutivr  Director,  New 
BflgUnd  Business  Associates  (Sept,  19-20.  1988). 
"  I± 

^  Interview  v^ith  Susan  Goodnian,  Executive  Director,  Commu* 
nity  Services  for  Autistic  Children  and  Adults  (Sept.  17,  1988). 


earned  wages  totaling  $1,503,779.*'  In  other  words, 
in  place  of  a  net  average  cost  of  $11,640.61  for  each 
person  with  moderate  or  severe  mental  retardation, 
with  supported  employment  there  was  a  net  average 
benefit  of  $2,492.84  for  each  such  person.  The 
authors  of  the  study  pointed  out  timt  with  ongoing 
job  retention,  the  net  benefit  will  significantly 
increase  over  time,  sines  the  costs  of  supportive 
employment  are  substantially  frontloaded  while  the 
average  income  is  constant  or  increasing.**  Further- 
more, they  noted: 

Our  university-based  demonstration  is  very  small;  in  fact, 
the.  .  .consumers  served  over  8  y^ars  arc  unfortunately 
dwarfed  when  compared  with  L'-ge  day  programs  in 
which  the  sole  purpose  is  to  provide  vocational  or  day 
care  services.  Consider  the  dramatic  b^vings  in  programs, 
over  time,  if  substantial  reorganization  of  the  operations  at 
the  centers  were  converted  to  community-  or  industry- 
based  programs.  It  is  in  this  area  where  the  truly  large 
dol!«Lr  savings  can  be  made  over  a  multi-year  time  period.^' 

Conclusion 

Disability  does  entail  cost.  But  the  real  economic 
costs  now  associated  with  disability  are  less  a 
function  of  the  disability  or  its  severity  than  of  a 
policy  that  tends  to  segregate  and  isolate,  at  enor- 
mous public  cost,  those  persons  considered  most 
severely  disabled.  The  assumption  has  been  that  the 
level  of  severity  of  disability  is  the  major  determi- 
nant of  lifetime  costs  and,  consequently,  that  the 
more  severely  disabled  a  child  may  appear  to  be  at 
birth,  the  less  likely  it  is  that  the  child  will  be  able  to 
contribute  as  an  adult  to  his  or  her  own  economic 
suificiency  and  the  more  expensive  it  will  be  to  meet 
that  person's  basic  needs.  Although  this  assumption 
is  unfounded,  it  has  resulted  in  a  self-fulfilling 
prophecy:  a  diagnosis  of  severe  dis&bility  leads  to 
placement  of  a  person  in  an  institutional  and  non- 
work  environment  thai  significantly  limits  that 
person*s  capability  and  entails  far  more  expense  than 
necessary. 

Hill,  Wehnum,  Kregel,  Btnks  A  Metzlcr,  Employment  Out- 
comes for  People  with  Moderate  and  Severe  Disabilities:  An  Eight- 
Year  Longitudinal  Analysis  of  Supported  Competitive  Employment, 
12  J.  Ass'n  for  Persons  with  Severe  HandiCAps  182, 185*86  (1987). 
"  Id  at  187-88. 

Id^  fit  188  (emphAsis  in  originAl). 
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Ouster  5 

State  Law 


What  is  the  law  governing  denial  of  lifesaving 
medical  treatment  to  children  with  disabilities? 
Every  State  now  provides  a  statutory  basic  for  the 
civil  authorities  to  act  to  protect  a  child  whose  life 
or  well-being  is  threatened  by  abuse  or  neglect.^  In 
46  of  those  States,  those  that  receive  Federal  fundmg 
for  child  abuse  and  neglect  programs,  this  law  must 
be  applied  to  prevent  the  withholding  of  medically 
indicated  treatment  from  disable  infants  with  life- 
threatening  conditions  in  order  to  comply  with  the 
Child  Abuse  Amendments  of  1984.* 

The  Child  Abuse  Amendments  were  enacted 
largely  because  Congress  perceived  preejistiiig 
State  law  to  be  inadequate  to  provide  ateded 
protection.*  To  understand  this  perception*  it  is 
helpful  to  contrast  the  near  unanimity  m  recent  State 

SteAliL  Code  §26-14-1(2)  (198(5);  Alaska  Stat  §47.17.070(5) 
(1984);  Ariz.  Rev.  Stat  Ann.  §36-2281  (1986);  Ark.  Stat  Xnru 
§9-3a.l03(5XA)  (Supp.  1987);  Cal.  Pen.  Code  §11165(Q  (\ 
1982);  Colo.  Rev.  SUt  §  19-l-103(20Xd)  (1586);  Conn.  Gen.  Sut 
Ann.  J46(b>-120(b)  (West  Supp.  1988);  DcL  Code  Ann.  tit  31, 
§301(3)  (1975);  D.C  Code  Ann.  §  16-2301(9XB)  (1981);  Fit.  Stat 
Ann.  §39.01(37)  (West  Supp.  1988);  Ga.  Code  Ann. 
§i5-.U-7<8XA)  (Supp.  1988);  HawaU  Rev.  Stat  §350(1)1  (Supp. 
19S4);  Idaho  Code  §  16-1602a-(l)  (Sttpp.  1988);  DJ.  Ann.  Stat  ch. 
37,  §802-3(1)  (West  Supp.  1988);  Ind.  Code  Ann.  §31-6-4-3(aXl) 
(Bums  1987);  Iowa  Code  Ann.  §2312(6Xe)  CA^cst  1985);  Kan. 
Stat  Ann-  §38-802(gXl)  (1981);  Ky.  Rev.  Stat  Ann.  §  199.01 1(b) 
(MidJc  mij;  La.  Rev.  SUt  Ann.  §40:1299.36.1  (West  Supp. 
1988);  Me.  Rev.  SUt  Ann.  tit  22,  §4002(1)  (Supp.  1988);  Md. 
P  itL  taw  Code  Ann.  §5-701(a)P)  (Supp.  1988);  Mass.  Gen. 
)  ws  Ann.  ch.  1 19,  §  5 1 A  (West  Supp.  1988);  Mich.  Ccmp.  Laws 
Ann.  §  722.622(d)  (West  Supp.  1988);  Mmn.  Stat  Ann. 
§626.556-2(C)  (West  Supp.  1988);  Miss.  Code  Ann. 
§43-21-105(1X0  (Supp.  1987);  Mo.  Ann.  Stat  §210.110(5)  (West 
Supp.  1988);  Mont  Code  Ann.  §41-3-102(3XQ  (1987);  Neb.  Rev. 
Stat  §28-710(3XC)  (1985);  Ncv.  Rev.  Stat  Ann.  §200.508(3Xa) 
(Michie  1986);  N.H.  Rev.  Stat  Ann.  §169.C:3  XIX(b)  (Supp. 
1987);  NX  Stat  An-,  § 9:6-8.2 l(cX4X»)  (West  Supp.  i988);  N.M. 
SUt  Ann.  §30.6-l(AX2)  (1978);  N.Y.  Soc  Serv.  Law 


cases,  which  have  ensured  the  provision  of  lifesav- 
ing medical  care  to  nondisabled  children,  with  the 
mixed  record  of  State  cases  dealing  with  the  with- 
holding of  such  care  from  children  with  disabilities. 

Increasing  Societal  Interest  in  Protecting 
Children 

Over  the  past  century,  the  States  have  significant- 
ly expanded  their  jurisdiction  in  protecting  children. 
In  1874  a  dying  woman  in  New  York  City  pleaded 
with  the  parish  visitor,  Mrs.  Etta  Wheeler,  to  go  to 
the  authorities  about  the  incessant  scream5  and  cries 
fcr  help  of  a  child  in  an  adjacent  apartment.  When 
Mrs.  Wheeler  finally  agre^  to  do  so,  the  police, 
district  attorney,  charitable  agckicies,  and  clergy  all 
turned  her  away.  So  great  was  the  universal  respect 
for  absolute  parental  autonomy  in  decisions  concem- 

§371.4-aOXA)  (McKinnty  1983);  N.C  Gen.  Stat  §7A-517(21) 
(Supp  1988);  N.D.  Cent.  Code  §27-2(M)2-5(a)  (Supp.  1987); 
Ohio  Rev.  Code  Ann.  §2I51.03(C)  (Andean  1976);  Okla  Stat 
Ann.  tit  21,  §845(BX1)  (West  Supp.  1988);  Or.  Rev.  Stat 
§418.740(lXe)  (1987);  Pa,  Stat  Ann.  tit  11.  §'2203  (West  Sipp. 
1988);  R.I.  Gen.  Laws  §40-11-3  (Supp.  1987);  S.C  Cod*  Ann. 
§20-7-490(cX3)  (Law  Co-op.  1985);  S.D.  Codified  Uws  Ann. 
§26-8-6(4)  (1984);  Tenn.  Code  Ann.  §37  1-102(10XD)  (Supp. 
1987);  Tex.  Fam.  Code  Ann.  §  34.01  (West  1988);  Utah  Code  Ann. 
§78-3a-2(17XQ  (1987);  Vt  Stat  Ann.  tit.  33.  §682(3XC)  (Supp. 
1987);  Va.  Code  Ann.  §16.1-228(2)  (1988);  Wash.  Rev.  Code 
Ann.  §26.44.020(12)  (West  Supp.  1988);  //.  Va.  Code 
§49-l-3(gX.XA)  (1986);  Wis.  Stat  Ann.  §48.981(lXd)  (West 
1987);  Wyo.  SUt  §  14-6-20 i(aXxviXA)  (1986). 
The  same  is  true  of  other  jurisdictions:  Am.  Samoa  Code  Ann. 
§45.2002(aXlXC)  (1986):  Guam  Gov't  Code  §9120.20(cX3) 
(Supp.  1970);  P.R.  «4iws  Ann.  tit  8,  §4<>4<b^  (Supp.  198^;  and 
V.L  Code  Ann.  U  5.  §2502(20)  (Supp.  1987). 
*  See  chap.  7  for  a  comprehensive  discussion  of  the  Child  Abuse 
Amendments  of  1984. 

»  Such  a  perception  was  also  a  motive  for  efforts  by  the 
executive  branch  of  tne  Federal  Government  to  attempt  special 
measures  *mder  §504  of  the  RehabilitaUon  Act  of  1973.  See  chap. 
6. 
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ing  their  children  that  the  only  person  she  could  get 
to  help  was  the  counsel  for  the  American  Society  for 
the  Prevention  of  Cruelty  to  Animals,  Elbridge 
Gerry.* 

Gerry  persuaded  a  juc^ge  to  take  a  novel  course:  to 
issue  an  order  requiring  that  V>e  child  be.  brought 
bcfok  v  a  court.  In  the  court  proceeding,  S  year-old 
Mary  EUea  testified  that  she  was  beaten  with  a  whip 
ahnost  daily,  was  given  no  bed  or.shocs,  was  never 
permitted  outside  except  in  the  yard  at  night,  and 
was  never  allowed  to  play  'iVith  other  children.  She 
was  never  kissed  or  caressed.  Based  on  that  testimo- 
ny, the  judge  ordered  her  removed  from  the  home 
and  allowed  Mrs.  Wheeler  to  assume  her  guardian- 
ship.* This  incident  led  Gerry  to  found  the  New 
York  Society  for  the  Prevention  of  Cruelty  to 
CWIdren  (NYSPCC)  in  1875. 

The  first  child  neglect  statutes  were  relatively 
simple  and  tended  to  cover  merely  the  failure  of 
parents  to  provide  for  their  children's  upkeep.  The 
coverage  of  the  laws  was  gradually  enlarged.  By  the 
c:^  of  the  1880s,  for  example,  the  New  York  statute 
wa.  broad  enough  to  protect  children  from  neglect 
in  the  provision  of  food,  clothing,  sanitation,  and 
medicine* 

In  1922  New  York  was  among  the  first  Stales  to 
adopt  a  statute  empowering  courts  to  order  that 
medical  or  surgical  caj-e  be  furnished  to  a  child.' 
Applying  that  statute  two  decades  lati.    a  court 
observed: 

It  is  doubtful  that  under  the  common  law,  the  courts  had 
the  powers  now  conferred  on  them,  to  order  trcalnient  for 

*  Landau,  An  Ovtnfew  of  Child  Protection  and  the  Abused  and 
Neglected  Child,  in  The  Abused  and  N>glcclcd  Child  7,  9  (1982). 
See  also  Bopp  &  Balch,  The  Child  Abuse  Amendments  ofJ9S4  and 
Their  Implementing  Regulations,  1  Issues  in  L.  &  Med.  91,  92 
(1985). 

*  Landau,  supra  note  4,  at  16. 

•  1876  N.Y.  Uws,  ch.  122,  §4;  see  also  Cowley  v.  People,  83 
N.Y.  464  (1881)  (benevolent  institution  subject  to  sutute  declar- 
ing it  a  ralijemcanor  to  permit  a  child  to  be  endangered  or  injured 
in  life  or  health). 

»  1922  N.Y.  Uws  ch.  M7,  §§2  and  23. 

•  la  «  RoUcowitz,  175  Misc.  948,  25  N.Y.S.  624,  625  (1941). 
Under  the  common  law,  it  was  rccogniicd  that  parenU  owed 
duties  towird  their  children,  as  well  as  having  righU  over  them. 
Bl&ckstone,  the  preeminent  legal  commentator  of  his  day, 
described  the  parent-child  relationihip  and  the  responsibilities  of 
the  parent  in  this  way: 

The  duty  of  parents  to  provide  for  the  maintenance  of  their 
children*  is  a  principle  of  natural  law;  tsi  obligation,.  .  .laid 
on  ibcm  not  only  by  nature  herself,  but  by  their  own  proper 
act,  in  bringing  them  into  the  world.  .  .  .By  begetting  them, 
there/ore,  they  have  entered  into  a  volimlary  obligation,  to 
endeavor,  as  far  as  in  them  lies,  lhat  the  life  which  they  have 


children  tc  the  extent  even  of  a  surg;cal  operation  or  to 
require  Ci  parents  to  do  that  whicli  is  promotive  of  the 
interests  and  is  protective  of  the  rights  of  a  child.  We  have 
em^ged  from  that  period  in.  .  .history.  .  .,  and  leR 
':*Amd  its  prejudices,  biases  and  limitations.  .  .  / 

In  current  law,  State  intervention  to  ensure  medical 
earc  for  nondisabled  children,  even  over  parental 
objection,  is  commonplace.  Although  recognition 
and  great  deference  is  given  to  parental  authority,® 
parenb  do  not  have  unbridled  control  over  their 
children.  Their  rights,  whether  rooted  in  the  Consti 
tution  or  iii  a  basic  public  policy,  may  be  limited  or 
terminated,  particularly  when  they  affect  their  chil- 
dren's life  and  death."  "Plhe  family  itself  is  not 
beyond  regxUation  in  the  public  interest.""  Civil 
govenmient  may  act  to  **guard  the  general  interest 
in  youths  well  being,  the  state  as  parens  patriae  may 
restrict  the  parentis  control.  ,  , 

Parens  patriae  is  the  legal  doctrine  which  provides 
that  the  state  has  the  au*^ority,  in  proper  circum- 
stances, to  intervene  in  the  normal  parent*child 
relationship  for  the  protection  of  the  child.  The 
docUr-ne  is  largely  composed  of  common  law, 
distinguishing  it  from  the  provisions  found  in  the 
child  protection  statutes.  The  conception  of  the 
doctrine  of  parens  patriae,  like  that  of  other  legal 
doctrines,  has  developed  over  the  past  few  centuries 
as  the  common  understanding  of  the  role  of  law  in 
sor»*ty,  a  ^1  as  the  cultural,  economic,  and  social 
conditions,  *uive  changed," 

Under  tho  modem  understanding  of  that  doctrine, 
the  state  can  intervene  to  limit  parental  authority:" 

bestowed  shall  be  supported  and  preserved.  And  thus  the 
children  will  have  r  perfect  right  of  receiving  mamtrnance 
from  the  parents. 
1  W.  Blackstone  Commentaries*  435. 
*  The  Supreme  Court  observed  in  Wisconsin  v.  Yoder  that: 
The  history  and  culture  of  Western  civilization  reflect  a 
strong  tradition  of  parental  concern  for  the  nurture  and 
upbrin^g  of  their  children.  The  primary  role  of  the  parents 
in  the  upbringing  of  their  children  is  now  established  beyond 
debate  as  an  >nduring  American  tradition. 
406  U.S.  205, 232  (197 !).  See  also  Pierce  v.  Society  of  Sisters,  268 
U.S.  510,  535  (1925)  ('The  child  is  not  the  mere  creature  of  the 
State;  those  who  nurture  him  and  direct  his  destiny  have  the 
right,  coupled  with  the  high  duty,  to  recognize  and  prepare  htm 
for  additional  obligations.")* 

>•  See  Custody  of  A  Minor,  375  Mass.  733,  379  N.E.2d  1053 
(1978). 

"  Prince  V.  Massachusetts,  321  U.S.  158.  166  (1944). 
»  Id. 

"  See  generally  Custer,  The  Origins  of  tht  Doctrine  cf  Parens^ 

Patriae,  27  Emory  L.  J.  195  (1978). 

"  In  re  N.H.,  373  A.2d  851  (Vt.  1977). 
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Like  all  authority.  .  .parental  authority  may  be  abused. 
Faimly  privacy  may  become  a  cover  for  exploiting  the 
irJierent  inequality  between  adult  and  child.  Thus  children 
who,  by  definition,  are  both  physically  and  psychological- 
ly at  risk  may  sometimes  be  placed  at  further  risk  by  the 
adult  **caretidcers**  who  are  presumed  to  be  essential  to 
their  well-being." 

Although  primary  authority  is  vested  in  the  parent, 
that  authority  is  restricted,  or  even  abrogated  in  full, 
whenever  that  authority  is  abused.  In  the  words  of 
the  highest  court  of  Massachusetts,  "Parental 
rights.  .  .do  not  clothe  parents  with  life  and  death 
authority  over  their  children."" 

The  most  frequently  encountered  situations  in- 
voivmg  life-threatening  conditions  for  nondisabled 
children  have  been  cases  in  which  parents  have 
refused  to  authorize  medical  care  because  of  their 
reUgious  beliefs.  Jehovah's  Witnesses  have  provided 
a  recurring  example.  The  traditional  view  of  Jeho- 
vah's Witnesses  h**'  been  that  blood  transfusions  are 
morally  prohibited."  In  the  usual  situation,  the 
parents  refuse  to  consent  to  a  transfusion  that  is 
necessary  for  a  child  in  need  of  an  operation.  The 
parents  are  brought  to  court,  normally  by  the 
hospital,  to  compel  a  transfusion  throu^  the  ap- 
pointment of  a  guardian  ad  litem  to  consent  to  the 
necessary  medical  care.  Court  after  court  has  found 
that  the  State  has  the  authority  to  intervene  and 
direct  a  blood  transfusion  when  a  child's  life  is  in 
imminent  danger,  invoking  the  State's  child  neglect 

»  Goldstein,  Medical  Care  for  the  Child  at  Risk:  On  State 
Supervention  of  Parental  Autonomy,  86  Yale  L.J.  645,  647  (1977). 
"  Custody  of  a  Minor,  379  N.E2d  at  1063. 
"  Jehovah*s  Witnesses'  objections  are  based  upon  their  under- 
standing of  biblical  passages  directly  prohibiting  eating  blood, 
which  they  regard  as  equivalent  to  a  transfusion.  See,  e.g..  Gen. 
9:3-6;  Lev.  7:26-27;  17:10-14;  Det.  12:23*25. 
»  re  Clark,  21  Ohio  Op.  2d  86,  185  N.E.2d  128,  129  (1962) 
("When  a  child's  right  to  live  and  his  parent's  religious  belief 
collide,  the  former  is  paramount  and  the  religious  doctrine  must 
give  way.").  See  also  In  re  Pogue,  No.  M- 18-74  (Super.  Ct.  D.C, 
Nov.  11,  1974);  People  ex  rel  Wallace  v.  Labrenz,  411  111.  618, 
104  N.E.2d  769  (1952),  ceru  denied.  344  U.S.  824  (1952);  Morrison 
V.  State,  252  S.W.2d  97  (Mo.  App.  1952);  Slate  v.  Perricone,  37 
NJ.  463,  181  A.2d  751,  cert,  denied,  371  U.S.  890  (1962); 
Muhlenberg  Hosp.  v.  Patterson,  128  N.J.  Super.  498,  320  A.2d 
518  (1974);  Hoener  v.  Bertinato,  67  NJ.  Super.  517, 171  A.2d  140 
(1961);  Sampson  v.  Taylor,  29  N.Y.2d  900, 278  N.E2d  918  (1972); 
Santos  V.  Goldstein,  16  App.  Div.  2d  755,  227  N.Y.S.2d  450, 
appeal  dismissed,  12  N.Y.S.2d  672,  185  £,2d  904  (1962); 
Application  of  Bfviklyn  Hosp.,  45  Misc.2d  914,  258  N.Y.S.2d  621 
(1965);  In  re  Green,  448  Pa,  338,  292  A.2d  387  (1972),  later  appeal, 
452  Pa.  373,  307  A.2d  279  (1973);  Jehovah's  Witnesses  v.  King 
County  Hosp.,  278  F.  Supp.  488  (W.D.  Wash.  1967),  a/fd,  390 
U.S.  598  (1968). 

"  Prince  V.  Massachusetts,  321  U.S.  158,  170  (1940).  For  a  child 
protection  system  to  be  eflcctive,  the  system  mus?  hecome  aware 
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or  abuse  statute  or  the  expanded  doctrine  of  parens 
patriae.^* 
As  stated  by  the  Su-jreme  Court: 

Parents  may  be  free  to  become  martyrs  themselves.  But  it 
does  not  follow  they  are  free,  in  identical  circumstances, 
to  mjJke  martyrs  of  their  children  before  they  have 
reached  the  age  of  full  and  legal  discretion  when  they  can 
make  that  choice  for  themselves.** 

Different  Treatment  of  CMdren  with 
Disabilities 

The  government's  disposition  changes  when  the 
child  denied  treatment  is  one  who  has  a  disability. 
Commentator  Joseph  Goldstein,  who  wrote  in  1977 
of  the  danger  of  abuse  of  parental  authority  that  may 
"cover  for  exploiting  the  inherent  inequality  be- 
tween adult  and  child,"**  also  wrote:  [I]t  must  be 
left  to  the  parents  to  decide,  for  example,  whether 
their  congenitally  malformed  newborn  with  an 
ascertainable  neurologic  deficiency  and  highly  pre- 
dictable mental  retardation,  should  be  provided  with 
treatment  v/hich  may  avoid  death,  but  which  offers 
no  chance  of  cure— no  opportunity,  in  terms  of 
societal  consensus,  for  a  life  worth  living  or  a  life  of 
relatively  normal  healthy  growth.** 

In  1984  the  Minnesota  Supreme  Court  explicitly 
based  its  support  for  denial  of  treatment  on  the 
degree  of  disability: 

mhe  few  patients  who  have  recovered  consciousness 
after  a  prolonged  period  of  unconsciousness  were  severely 

of  cascj  of  abuse  and  neglect.  In  the  1960s,  this  need  led  to  the 
adoption  of  laws  requiring  specified  individuals  to  report  suspect- 
ed caics  to  the  appropriate  Slate  agency.  Enactment  of  such  laws 
was  proposed  by  the  Children's  Bureau  in  1963.  U.S.  Children's 
Bureau.  The  Abused  Child:  Principles  and  Suggested  Language  for 
Legislation  on  Reporting  of  the  Physically  Abused  Child  (1963)  as 
cited  in  Smith,  Disabled  Newborns  and  the  Federal  Child  Abuse 
Amendments:  Tenuous  Protection,  37  Hastings  L.  J.  765,  794 
(1986).  These  principles  were  adopted  swiftly:  all  Slates  enacted 
mandatory  reporting  laws  within  4  years.  FtJscr,  A  Glance  at  the 
Past,  A  Gaze  at  the  Present,  A  Glimpse  at  the  Future:  A  Critical 
Analysis  of  the  Development  of  Child  Abuse  Re^  \^rtlng  Sk  tes,  54 
Chi.f  ]Kent  L.  Rev.  641  (1978).  Although  the  wording  of  such 
slatu^ds  varies,  it  normally  requires  that  physicians,  other  health 
care  providers,  school  personnel,  social  workers,  and  others 
report  to  the  proper  agencies  if  they  suspect  any  neglect.  Some 
States  provide  ^lat  everyone  is  obligated  to  report  any  suspected 
neglect.  See,  e.g.,  NJ.  Stat  Ann.  §9:6-8.10  (West  Supp.  1988). 
Reporting  is  frequently  obligatory  even  if  the  individual  receives 
mformation  in  a  confidential  capacity.  The  penalty  for  failure  to 
report  varies  from  a  small  fine  to  incarceration.  Smith  &  Meyer, 
Child  Abuse  Reporting  La\vs  and  Psychotherapy:  A  Time  for 
Reconsideration.  7  International  J.  L.  &  Psychiatry  351  (1984). 
^  Goldstein,  Medical  Care  for  the  Child  a  Risk:  On  State 
Supervention  of  Parental  Autonomy,  86  Yale  LJ.  645,  647  (1977). 
"   Id  at  655-56. 
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disabled.  The  degree  of  permanent  damage  varied  but 
commonly  included  inability  to  speak  or  see,  permanent 
distortion  of  the  limbs,  and  paralysis.  Being  returned  to 
such  a  state  would  be  ^^-ardcd  as  of  very  limited  benefit 
by  most  patients;  it  ma^  ^ven  be  considered  harmful  if  a 
particular  patient  would  have  refused  treatments  expected 
to  produce  this  outcome.  Thus,  even  the  extremely  small 
likeUhood  of  **rccovery"  cann^'  t  equated  with  returning 
to  a  normal  or  relatively  wtu  mnctioned  state.^ 

The  trial  court  judge  who  decided  the  Blcoming- 
ton^  Indiana,  Infant  Doe  case^  later  made  explicit 
that  was  the  child's  disability,  Down  syndrome, 
that  was  the  ground  for  his  ruling  that  the  parental 
denial  of  lifesaving  treatment  should  not  be  dis- 
turbed«  In  his  reply  to  a  correspondent  who  ques- 
tioned him  about  the  case,  he  wrote: 

[E]v,^  at  common  law  the  right  of  the  parents  to 
autonomy  over  their  children  was  not  absolute  and  the 
State  couJd  inter/ene  by  way  of  the  Court,  acting  as  parens 
patriae,  lo  protect  minors  and  incompetents  whose  guard- 
ians were  acting  to  the  clear  detriment  of  the  ward. 
Today,  parental  autonomy  is  still  favored,  but  of  para- 
mount concern,  in  case  law  and  by  statute,  is  the  best 
interest  of  the  child.  A  child  is  no  longer  merely  a 
property  right  Now  the  parent-child  relationship  is  more 
in  the  nature  of  a  trust,  subject  to  the  well-being  of  the 
child  as  perceived  by  the  Court.  .  .  . 

The  State's  role  in  protecting  the  welfare  of  the  child 
becomes  more  complicated  in  a  situation  as  that  of  the 
"Infant  Doe'*  case.  To  say  that  parents  are  neglectful 
i?^pUes  that  the  State  or  society  knows  what  is  best  for  the 
child.  In  the  "Infant  Do^/*  ca^^e,  it  could  not  be  said  that 
the  parents  were  not  acting  in  the  best  interests  of  the 
child,  even  though  other  parents  might  have  acted 
differently.  It  is  a  harsh  view  that  no  life  is  preferable  to 
life,  but  the  great  weight  of  the  medical  testimony  at  the 
hearing  I  conducted  was  that  even  if  the  proposed  surgery 
was  successful,  the  possibility  of  a  minimally  adequate 
quality  of  life  was  nonexistent." 

In  the  Baby  Jane  Doe  case,  the  New  York  State 
courts  upheld  denial  of  treatment  to  a  child  born 


with  spina  bifida  and  other  disabilities."  After  her 
birth  in  Port  Jefferson,  New  York,  on  October  1 1, 
1983,  her  pediatric  neurosurgeon  arranged  for  her 
transfer  to  the  University  Hospital  of  the  State 
University  of  New  York  ai  Stony  Brook  so  she 
could  receive  lifesaving  surgery.^'  Advice  her 
parents  received  there,  however,  led  them  to  opt 
against  authorizing  the  surgery.^  Based  on  informa- 
tion from  a  source  within  the  hospital,  an  attorney 
who  objected  to  the  denial  of  treatment  applied  to  a 
State  ccort  of  general  jurisdiction  for  the  appoint- 
ment of  a  guardian  ad  litem  to  argue  that  the  co^n 
should  order  treatment,  a  request  the  court  f 
ed.» 

The  court  conducted  2  days  of  hearings,  taking 
testimony  from  physicians  and  the  father  of  the 
child."  At  their  conclusion,  the  trial  court  judge 
ruled  that  surgery  should  be  performed: 

The  testimony  of  the  witnesses  before  the  Court  indicated 
that  the  neurosurgeons'  initial  advice  that  surgery  be 
performed  was  changed  by  Dr.  Newman. 


.  .  .A  parent,  however,  may  not  deprive  a  child  of  life- 
saving  treatment,  however  well  intentioned.  Even  when 
the  parents'  decision  to  decline  necessary  treatment  is 
based  on  Constitutional  grounds  such  as  religious  beliefs,  it 
must  yield  to  the  State's  interests  as  [parens]  patriae  in 
protecting  the  health  and  welfare  of  the  child.  .  .  .There 
was  instead  an  affirmative  answer  to  the  question,  is  there 
imminent  danger  of  infection,  and  there  was  testimony 
indicatmg  that  the  presence  of  infection  would  lead  to 
death,  and  that  in  the  Court's  view  the  testimony  further 
provided  that  by  correcting  the  myelomeningocele  condi- 
tion, that  this  would  significantly  reduce  the  risk  of 
infection. 

.  .  .It  is  clear.  .  .that  the  infant  is  in  imminent  danger, 
and  that  the  infant  has  an  independent  right  to  survive; 
that  right  must  be  protected  by  the  State  acting  the 
[parens]  patriae,  where  a  life  is  in  jeopardy  and  the  parents 
have  elected  to  provide  no  surgical  care.  .  .  .^^ 


^  !nre  Conservatorship  of  Torres,  357  N.W,2d  332,  338  (Minn. 
1984).  Although  the  case  related  to  denial  of  treatment  to  an  older 
person  who  vras  unconscious,  it  revealed  an  attitude  toward 
disabihty  relevant  to  a  judicial  perspective  on  denial  of  treatment 
to  children  with  disabilities.  The  court  also  considered  as  relevant 
the  cost  associated  with  disability:  "[L]ong-tenn  treatment  com- 
monly imposes  severe  financial  and  emotional  burdens  on  a 
patient's  family,  people  whose  welfare  most  patients  before  they 
lost  consciousness,  placed  a  high  value  on."  Id  at  339. 
»  See  chap.  1  and  text  accompanying  notes  16-27. 
**  Baker,  June  S»  1982  Letter  of  Jud$e  John  Baker  to  Anonymous 
Person,  2  Issues  in  L.  &  Med.  81,  82  (1986). 


**  See  chap.  3,  text  accompanymg  notes  54-72,  and  chap.  6,  text 
accompanying  notes  89-107. 

^  United  States  v.  Univ.  Hosp.,  State  Umv.  of  New  York  at 

Stony  Brook,  729  F.2d  144,  146  (2d  Cir.  1984). 

"   Horan  &  Balch,  Infant  Doe  and  Baby  Jane  Doe:  Medical 

Treatment  of  the  Handicapped  Newborn,  52  Lmacrc  Q.  45,  53 

(1985). 

*»  Id 

Transcript,  People  ex  reL  Washburn  v.  Stony  Brook  Hosp., 
No.  83-19910  (N.Y.  Sup.  Ct.  Oct.  19,  1983)  (available  in  files  of 
the  U.S.  Commission  on  Civil  Rights). 
"  Id  at  229,  236-38. 
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TTiis  decision,  however,  was  promptly  overturned 
by  an  intermediate  appellate  court,'*  and  when  that 
ruling  was  appealed  to  the  state's  highest  court,  the 
New  York  Court  of  Appeals,  it  held  that  the  trial 
court  had  been  without  authority  to  entertain  the 
case  at  all  and  afTutned  the  appellate  division's 
dismissal.  The  court  said: 

There  are  overtones  to  this  proceeding  which  we  find 
distressing.  Confronted  with  the  anguish  of  the  birth  of  a 
child  with  severe  physical  disorders,  these  parents,  in 
consequence  of  judicial  procedures  for  which  there  is  no 
precedent  or  authority,  have  been  subjected  in  the  last  two 
weeks  to  litigation  through  all  three  levels  of  our  State's 
court  system.  We  find  no  justification  for  resort  to  or 
entertainment  of  these  proceedings.** 

There  have  been  other  cases  in  which  State  courts 
have  upheld  denial  of  lifesaving  treatment  to  chil- 
dren on  the  basis  of  disability,**  as  well  as  cases  in 
which  State  courts  have  prevented  the  withholding 
of  such  treatment  from  children  with  disabilities.** 
The  key  point  is  that  while  State,  courts  in  the 

Wcbcr,  Guardian  ad  litem  for  Baby  Jane  Doe  v.  Stony  Brook 
Hosp.,  No.  3467E  (N.Y.  App.  Div.  Oct.  21,  1983). 
^  In  re  Weber  v.  Stony  Brook  Hosp.,  60  N.Y.Zd  208,  469 
N.Y.S.2d  63,  456  N.E.2d  118r>,  1188  (1983). 


contempo*.ary  era  have  invariably  overridden  paren- 
tal decisions  to  deny  treatment  clearly  necessary  to 
preserve  the  Mves  of  their  nondisabled  children, 
prior  to  the  adoption  of  the  Child  Abuse  Amend- 
ments of  1984,  they  had  at  best  a  muted  record  in 
doing  so  when  the  children  had  disabilities. 

Conclusion 

In  popular  debate,  the  question  whether  children 
with  disabilities  should  be  denied  lifesaving  treat- 
ment has  frequently  been  couched  as  though  the 
issue  were  whether  the  government  should  intrude 
into  matters  of  parental  discretion.  In  fact,  however, 
for  decades  the  universally  accepted  law  has  been 
that  when  parents  make  treatment  decisions  that  will 
undebatably  lead  to  the  death  of  their  nondisabled 
children,  the  state  will  intervene  to  ensure  the 
children's  survival  by  mandating  provision  of  life- 
saving  medical  care.  It  is  only  when  the  children 
have  disabilities  that  the  claim  of  parental  autonomy 
is  given  serious  sympathetic  consideration. 

»  ''eelnre  Barry,  445  So.2d  365  (Fia.  App.  1984),  cert  denied, 
464  U.S.  1026  (1985);  In  re  L.H.R.,  253  Ga.  439,  321  S.E.2d  716 
(1984);  and  In  re  P.V.W.,  424  So.2d  1015  (La.  1982). 
**  See  Maine  Medical  Center  v.  Houle,  Civ.  No.  74-145  (Me. 
Super.  Ct.,  Feb,  14, 1974);  and  In  re  Cicero,  101  Misc.2d  699,  ^21 
N.Y.S.2d  965  (Sup.  Ct.  1979). 


60 


Giapter  6 

The  Rebabilitatioii  Act  of  1973 


The  history  of  efforts  by  the  Federal  Government 
to.  prevent  medical  discrimination  against  people 
with  disabilities^  particularly  children,  is  closely 
interwoven  with  section  504  of  the  Rehabilitation 
Act  of  1973.^  Soon  after  the  April  1982  Blooming- 
ton  Infant  Doe  case  brought  public  attention  to  the 
issue  oi  denying  treatment  to  children  with  disabili- 
ties, the  Department  of  Health  and  Human  Services 
(HHS)  relied  on  section  504  as  the  basis  for  a  written 
warning  to  hospitals,,  throughout,  the  country  that 
discriminatory  denial  of  treatment  on  the  basis  of 
handicap  was  illegal.  In  March  1983,  HHS  issued  an 
**Interim  Final  Rule"  requiriiig  hospitals  to  post 
notices  giving  the  telephone  number  of  a  24-hour 
hotline  for  reporting  suspec^ted  504  violations.  This 
poster  rule  evoked  heated  reaction. 

The  President's  Commission  for  the  Study  of 
Ethical  Problems  in  Metdicine  and  Biomedic^  and 
Beha^/ioral  Research  and  the  American  Academy  of 
Pediatrics,  joined  by  other  medical  organizations, 
condemned  the  regulation.  They  argued  that  the  use 
of  hospital-based  ethics  committees  was  preferable 
to  Federal  involvement  in  treatment  decisionmak- 
ing. The  American  Academy  of  Pediatrics  sued 
HHS  and  convinced  a  Federal  district  court  to  strike 
dovyn  the  regulation  on  the  ground  that  the  proce- 
dures used  to  issue  it  had  not  complied  with  those 
mandated  by  admi^trative  law. 

HHS  then  published  a  substantially  similar  rule  as 
a  proposed  regulation  in  July  1983,  inviting  public 
comment  While  HHS  was  Mialyzing  that  comment 
and  meeting  with  medical  and  disability  groups 
seeking  a  compromise,  tlri  New  York  Baby  Jane 
Doe  case  arose  in  October  1983.  Under  the  authority 

*  29  U.S,CA.  §794  (West  Supp.  1988). 


of  section  504,  HHS  sought  Baby  Jane  Doe's 
medical  records  and,  when  the  hospital  refused  to 
provide  them,  took  it  toxourt  But  HHS  lost  in  both 
the  district  court  and  the  Second  Qrcuit  Court  of 
Appeak,  with  the  latter  ruling  in  Febniary  1984  that 
section  504  had  no  application  to  medical  treatment 
decisions  regarding  newborn  children  with  dis»abili- 
ties. 

Meanwhile,  in  January  1984,  HHS  had  reissued  a 
.modified  form  of  its  poster  regulation  as  a  Final 
Rule.  The  American  Medic&l  Association  and  other 
medical  organizations  promptly  challenged  it  in 
court  as  unjustified  by  section  504.  Relying  on  the 
holdmg  in  the  Baby  Jane  Doe  case,  both  a  district 
court  and  the  Second  Circuit  Court  of  Appeals 
struck  down  the  mandatory  sections  of  the  Final 
Rule.  In  June  1986,  the  Supreme  Court  affirmed  in  a 
5-3  vote.  However,  an  opinion  explaining  the 
affirmation  was  ioined  only  by  a  plurality  of  the 
Court,  and  it  addressed  much  narrower  grounds 
than  had  the  Second  Circuit,  leaving  important 
issues  concerning  the  application  of  section  504  to 
denial  of  treatment  on  the  basis  of  handicap  unre- 
solved. 

This  chapter  details  these  events  and  analyzes  the 
legal  issues  at  stake  in  the  controversy  over  the 
applicability  of  section  504  to  the  discriminatory 
denial  of  medical  treatment  to  children  with  disabili- 
ties. 

Enactment  of  Section  504  of  the 
Rehabilitation  Act 

Section  504  provides: 
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No  otherwise  qualified  handicapped  individual  in  the 
United  States.  .  .shall,  solely  by  reason  ofhis  handicap,  be 
excluded  from  the  participation  m,  be  denied  the  benefits 
of,  or  be  subjected  to  discrimination  under  any  program  or 
activity  receiving  Federal  financial  assistance.  .  .  .* 

Robert  Scotch,  who  has  writtec  a  history  of  the 
provision's  crafting  and  enactment,  notes:  "Section 
504.  .  .has  b^en  hailed  as  the  first  major  civil  rights 
legislation  for  disabled  people.  In  contrast  to  earlier 
legislation  that  provides  or  extends  benefits  to 
disabled  persons,  it  establishes  full  social  participa- 
tion as  a  civil  right  and  represents  a  transformation 
of  federal  disability  policy."'  Modeled  on  legislation 
prohibiting  race  and  sex  discrimination  by  recipients 
of  Federal  financial  assistance,  section  504  may  be 
enforced  not  only  by  cutting  off  such  assistance  but 
also  through  suits  for  injunctive  relief  by  the 
Attorney  General*  and  by  aggrieved  private  indi- 
viduals.' 

Section  504  was  derived  from  companion  bills 
introduced  by  Senator  Hubert  Humphrey  and  Rep- 
resentative Charles  Vanik.*  "[Tjhc  treatment  and 
regard  for  the  rights  of  handicapped  citizens  in  our 
country  is  one  of  America's  shameful  oversights," 
Representative  Vanik  said  in  the  speech  with  which 
he  Introduced  the  bill.^  He  referred  to  the  "100.000 
babies  [who]  are  bom  with  defects"  each  year. 

»  29  U.S.CA.  §794  (West  Supp.  1988).  For  purposes  of  §794 
handicapped  individual  is  defin^  as: 

any  iBdividtial  who  Q)      a  physical  or  mental  impairment 
which  substaudally  liuJts  one  or  mor.   f  such  person  s  major 
life  activities,  fii)  has  a  record  of  such  an  impairment,  or  QiO 
is  regarded  as  having  such  an  impairment 
29  U.S.CA.  §706(8)(B)  (West  Supp.  1988). 
>  R.  Scotch,  From  Good  Will  to  Civil  Rights  3  (1984).  The 
material  that  follows  in  this  section  relie;;  heavily  on  National 
Legal  Center  for  the  Medically  Dependent  &  Disabled,  The 
Medical  Treatment  Rights  of  Children  with  Disabilides  §2.03  at 
2:9-2:10  (J.  Bopp  ed.  1987). 

*  Secuon  504  may  be  enforced  by  "any  other  means  authorized 
by  law,  which  includes  suits  by  the  Attorney  General."  42  U.S.C. 
§  2000d-l  (1982);  see  United  States  v.  Maiion  County  School 
DisL,  625  F.2d  607,  61 1-12  (5th  Cir.  1980),  cert  denied,  451  U.S. 
910  (1981). 

»  Consolidated  Rail  Corp.  v.  Darrone,  465  U.S.  624  (1984). 

*  The  Supreme  Court  has  emphasized  the  importance  of  this 
history:  **[T]he  intent  with  which  Congressman  Vanik  and 
Senator  Humphrey  crafted  the  predecessor  to  §504  is  a  primary 
signpost  on  the  road  toward  interpreting  the  legislative  history  of 
§504."'  Alexander  v.  Choate.  469  U.S.  287,  296  n.l3  (1985). 

'  117  Cong.  Rec.  45,974  (1971)  (statement  of  Representative 
VanilO- 

*  Id. 

»   118  Cong.  Rec.  525  (1972). 

«o   118  Cong.  Rec.  9,499,  9.500  (1972). 

"  Id 

"  S.  Rep.  No.  1297,  93rd  Cong.,  2d  Sess.  38  (1974).  In  1977  the 
Department  of  Health,  ^4ucation,  and  Welfare  (thr  )redecessor 
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Referring  to  older  citizens  with  disabilities,  he 
condemned  "confinement  without  treatment"  and 
"unexplained  deaths."**  In  a  speech  introducing  his 
bill,  Senator  Hubert  Humphrey  said  it  would  afford 
people  with  disabilities  the  "right  to  health."* 

Later,  to  demonstrate  a  need  for  the  legislation, 
Humphrey  plac^  m  the  Congressional  Record  arti- 
cles criticizing  medical  professionals  for  devaluing 
children  with  disabilities.  One  article  referred  to 
parents  who  "spoKe  angrily  about  pediatricians  and 
purported  experts  in  the  field  of  retardation— the 
professionals  who  know  pathetically  little  about  the 
unused  potential  of  retarded  children  and  who 
continually  discourage  and  delude  parents.""  One 
parent  said,  "There  was  so  much  willingness  to 
eliminate  the  child,  because  they  did  not  consider 
him  a  productive  member  of  society.  .  .  ."  The 
article  concluded  that  many  parents  of  children  with 
disabilities  have  a  "deep  anger"  at  a  "system  which 
regularly  has  written  off  certain  categories  of  handi- 
capped children,  their  children,  as  hopeless."" 

It  was  in  response  to  concerns  such  as  these  that 
the  Senate  conmiittee  report  on  the  Rehabilitation 
Act  of  1973  specifically  stated  that  section  504's 
coverage  was  to  include  discrimination  in  "heaKn 
services."" 

to  the  Department  of  Health  and  Human  Services)  took  the 
position  that  section  S04  prohibits  discrimination  in  the  provision 
of  medical  treatment,  although  it  does  not  create  new  entitlements 
for  what  was  not  previously  provided  to  anyone: 

[A]  burn  treatment  center  need  not  provide  other  types  of 
medical  treatment  to  handicapped  persons  unless  it  provides 
such  medical  services  to  nonhandicapped  persons.  It  could 
not,  however,  refuse  to  treat  the  bums  of  a  deaf  person 
because  of  kfs  or  her  deafness. 
45  C.F.R.  Part  84,  App.  A  para.  36  (;       The  DepartTient  thus 
took  the  position  that  section  504  did  not  mean  that  psychiatnc 
patients  have  a  right  to  receive  treatment  for  the  psychiatric 
problem  for  which  they  have  been  involuntarily  committed  or 
else  be  released.  41  Fed.  Reg.  29548,  29559  (1976).  Although  ih^> 
position  was  later  ated  for  the  proposition  that  the  Department's 
view  had  be-n  that  secuon  504  does  not  authonze  regulations 
dealing  with  rights  to  receive  treatment.  United  States  v.  Univ. 
Hosp.,  729  F.2d  144,  152  (2d  Cir.  1984),  Martin  Gerry,  former 
Director  of  the  Office  for  Civil  Rights  of  HHS  during  the 
development  of  the  initial  implementing  regulations  to  section 
504,  explained  that  civil  rights  laws,  including  section  504,  have 
been  routinely  applied  to  health  care  providers  who  receive 
Federal  financial  assistance: 

The  direct  apphcation  of  federal  civil  rights  laws  to  the 
operation  of  hospitals  and  other  h^lth  care  providers  which 
receive  Federal  financial  assistance  was  first  establishet^  in 
1964.  The  Final  Regulation  implementing  Title  VI  of  the 
Civil  Rights  Act  of  1964,  issued  by  the  Department  of 
Health,  Education  and  Welfare  in  December  1 1  of  the  same 
year.  .  .prohibits  discrimination  on  the  basis  of  race,  color  or 
lational  origin  m  tfie  operation  of  health  care  facihtics 
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In  May  19V  7,  under  the  compulsion  of  a  court 
order,^'  tb^  Department  of  Health,  Education,  and 
Welfare  (the  predeoissor  of  HHS)  issued  a  regula- 
tion generally  implementing  section  504,  much  of 
which  is  still  in  effect.  The  Supplementary  Informa- 
tioni  published  with  the  1977  regulation  noted  that 
"there  is  overwhelming  evidence  that  in  the  past 
handicqjped  persons  have  been  excluded  from 
programs  entirely  or  denied  equal  treatment^  sunply 
because  they  are  handicapped."" 

The  regulation  defines  a  "qualified  handicapped 
perscSn,"  for  contexts  other  than  employment  or 
education,  as  "a  handicapped  person  who  meets  the 
essential  eligibility  requirements  for  the  receipt  of 
such  services.""  It  prohibited  the  providing  of 
different  serxices  or  benefits  to  qualified  handi- 
capped persons  unless  necessary  to  ensure  that  the 
services  or  benefiis  were  as  effective  as  those 
provided  to  nonhandicapped  persons. Indeed,  a 
recipient  of  Federal  funds  must  afford  a  qualified 
person  with  a  disability  a  benefit  or  service  that  is  as 
effective  as  that  provided  to  nonhandicapped  per- 
sons.*^ The  regiilation  also  proscribed  the  use  of 
criteria  or  methods  of  administration  having  th 
purpose  or  effect  of  substantially  impairing  the 
accomplishment  of  program  objectives  for  qualified 
individuals  with  a  disability." 

Uesort  to  Section  504  in  t^z  jiftermafb 
of  the  Bloomington  Infant  Doe  Case 

The  highly  publicized  Bloomington  Infant  Doe 
case  in  April  of  1982  led  to  considerable  public  and 
press  criticism  of  the  denial  of  treatment  that 
resulted  in  tlie  child's  death.*^  Reacting  to  the  case 
and  the  widespread  negative  response  to  it.  Presi- 
dent Reagan  on  April  30,  1982,  sent  a  memorandum 
to  the  Attorney  General  and  Secretary  of  HHS 

ic;:civing  funds  under  a  wide  variety  of  federal  health  care 

programs.  .  .  .Civil  rights  obhgations  imposed  upc  *'^pi. 

tcdi  and  other  health  service  providers  by  federal  o 

laws  are  neither  new  n'^r  secret. 
M.  Gerry,  The  Right  of  Handicapperi  Infants  to  Receive 
Beneficial  Medical  Treatment:  The  Responsibilities  of  Health 
Care  Providers  Under  Section  504  of  the  Rehabilitation  Act  of 
1973,  Stateme***  Submitted  to  the  1985  Hearings  of  the  United 
States  Comnussion  on  Civil  Rights  on  the  Protection  of  Handi- 
capped Newborns  27-28  (July  12,  1985)  (available  in  the  files  of 
the  U.S.  Commission  on  Civil  Rights). 
"  Cherry  v.  Mathews,  419  F.  Supp.  922  (D.D.C  197^. 
"   Part  84-'Nondiscrimination  on  the  Basis  of  Handicap  in 
Programs  and  Activities  Receiving  or  Benefiting  From  Fedtral 
Fmanciai  Assistance.  42  Fed.  Reg.  22,676,  22,676  («977). 
»  45  CF.R.  §84.3(kK4)  (198Tj. 
«•  Id.  §84.4(bXlKJv)  (1987). 


concerning  the  enforcement  of  Federal  laws  prohi- 
biting discrimination  against  individuals  with  a 
disability.*®  The  memorandum  required  HHS  to 
issue  an  explanation  to  'health  care  providers  of 
section  504's  applicability  to  the  denial  of  treatment 
to  nevj^bom  children  with  a  disability.  HHS  was  also 
to  enforce  section  504  and  other  appropriate  Federal 
laws  to  prevent  the  withhol  *ing  of  potentially 
lifesaving  treatment  from  children  with  a  disability 
that  would  normaUy  be  provided  to  children  with- 
out a  disability.  The  Attoriiey  General  was  direcw^d 
to  report  on  possible  application  of  Federal 
constitutional  and  statutory  remedies  in  appropriate 
circumstances  to  prevent  the  withholding  from  the 
handicapped  of  potentially  lifesaving  treatment  that 
would  be  given  as  a  matter  of  course  to  those  who 
are  not  handicapped."** 

Accordingly,  on  May  18,  1982,  the  Office  for 
Civil  Rights  of  the  Department  of  Health  and 
Human  Services  sent  hospitals  receiving  Federal 
financial  assistance  a  Notice  to  Health  Care  Provid- 
ers which  indicated  that  it  was  unlawful  to  deny 
nutrition  or  medical  or  surgical  treatment  to  an 
infant  with  a  disability  if  the  denial  was  based  upon 
the  existence  of  a  handicap  and  the  handicap  did  not 
render  treatment  or  nutritional  sustenance  medically 
contraindicated.**  Reflecting  a  concern  that  hospi- 
tals or  their  staff  might  attempt  to  do  indirectly  what 
could  not  lawfully  be  done  directly,  the  notice  stated 
that  hOiipital  "[c]ounseling  of  parents  should  not 
discriminate  by  encoiuraging  parents  to  make  deci- 
sions which,  if  made  by  the  health  care  provider, 
would  be  discriminatory  under  Section  504."^ 

In  December  1982,  internal  guidelines  for  investi- 
gating complaints  of  discriminatory  denial  of  treat- 
ment were  sent  to  the  regional  divisions  of  the  HHS 
Office  for  Civil  Rights."   Between  the  death  of 

"  Id.  §84.4(bXi)(ii)  (1987). 

Id  §84.4(bX4)  (1987). 
"    See  chap.  1  and  text  accompanying  notes  16-27  for  a 
description     the  case. 

»  R.  Reagan,  Pr'^^Ment's  Memorandum  to  the  Attorney  General 
and  the  Secretary  of  Health  and  Human  Services,  Enforcemen;  of 
Federal  Laws  Prohibiting  Discrimination  Against  the  Handi- 
capped (Apr.  30,  1982),  noted  in  S.  Rep.  No.  246,  98th  Cong.,  2d 
Sess.  6,  portions  reprinted  in  1984  U.S.  Code  Cong.  &  Admin. 
News  2918. 
"  Id 

Discriminating  Against  the  Handicapped  by  Withhoiding  Treat- 
ment or  ^Nourishment;  Notice  of  Heaith  Care  Providers,  47  Fed. 
Reg.  26,027  (1982). 
^  Id 

**  Memorandum  from  Nathan  D.  Dick,  Deputy  Director,  Office 
of  Program  Operations,  HHS,  to  Regional  Directors,  Office  for 

63 


Bloomington's  Infant  Doe  in  April  1982  and  March 
7,  1983,  HHS  received  1 1  complaints  of  discrimina- 
tory denial  of  ItTe^ving  medical  treatment  to  new- 
bom  children  with  disabilities.^  HHS  conducted 
investigations  in  9  of  the  1 1  instances,  including  S 
onj^ite  investigations.^' 

T&e  "Interim  Final  Rule"  of  March  1983 

On  March  7,  1983,  HHS  issued  a  new  regulation 
that  was  to  provoke  a  storm  of  controversy."  It  was 
the  first  of  three  versions  of  regidations  or  proposed 
regulations  under  authority  of  section  504  that 
explicitly  and  specifically  addressed  the  withhoHing 
of  medical  treatment  from  children  with  disabili- 
ties,'* 

The  Supplementary  Information  published  with 
the  Interim  Final  Rule  gave  as  its  purpose  to 
"acquire  timely  information  concerning  violations  of 
Section  504  that  are  directed  against  handicapped 
infants,  and  to  save  the  life  of  the  infant  Express- 
ing concern  that  individuals  with  knowledge  of 
actions  violating  section  504  did  not  have  adequate 
opportunity  to  give  unmediate  notice  to  governmen- 
tal authorities,  HHS  dr^igned  the  Interim  Final  Rule 
to  increase  public  knowledge  of  the  law  and  the 
manner  of  bringing  suspected  violations  to  the 
attention  of  HHS,  and  to  increase  the  ability  of  HHS 
to  investigate  alleged  violations  promptly. 

HHS  wrote  that  the  rule  had  become  necessary 
because  events  "of  the  past  several  yeais  suggest 
that  handicapped  infants  have  died  from  denial  of 
food  in  federally  assisted  programs."*®  The  Depart- 
ment said  that  although  the  extent  of  discriminatory 

Civil  Rights,  HHS  Directive  OPO-83-1-8  (Dec.  14.  1982) 
(available  in  files  of  U.S.  Commission  on  Civil  Rights). 
**  Nondiscrimination  on  the  Basis  of  Handicap:  Procedures  and 
Guidelines  Relating  to  Health  Care  for  Handicapped  Infants,  49 
Fed.  Reg.  1,622,  1,646-47  (1984)  (bereinafler  Final  Rule  (504)]. 
*•  Id,  In  one  of  the  two  «  xaining  cfises  Li  which  no  investiga- 
tions were  undertaken,  HHS  "postponed"  investigation  at  the 
request  of  local  prosecutors.  Jn  the  other  case,  HHS  reported 
havmg  conducted  an  "inquiry,"  fhough  not  an  investigation.  On 
the  basis  of  the  "inquiry,"  HHS  closed  the  c«ise,  finding  no 
violation.  For  further  discussion  of  investigations  conducted  by 
the  HHS  Oifice  for  Civil  Rights,  sec  chap.  12,  text  accompanying 
notes  3-11. 

"  Nondiscrimination  on  the  Basis  of  Handicap,  Interim  Final  Rule, 
46  Fed.  Reg.  9630  (1983). 

The  number  and  vanety  of  Federal  regulations  related  to 
"Laby  Doe"  that  have  been  proposed  or  issued  at  various  times 
can  be  confusing.  The  regulations  promulgated  under  section  504, 
discussed  in  this  chapter,  must  be  distinguished  from  the  regula- 
tions promulgated  under  the  Child  Aba<e  Amendments  of  1984, 
discussed  in  the  next  chapter.  For  convenience,  a  chronology  of 
the  relevant  laws,  regulations,  and  court  d  visions  challenging 
them  may  be  helpful: 
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denial  of  treatment  was  unknowr,  "for  even  a  single 
infant  to  die  due  to  lack  of  an  adequate  notice  and 
complaint  procedure  is  unacceptable."'* 

The  May  1982  Notice  to  Health  Care  Providers, 
the  Supplementary  Information  staged,  "explained 
what  is  already  clear  from  the  language  of  Section 
504  and  [its  existing]  regulations.  .  .:  The  discrimi- 
natory failure  of  a  federally  assisted  health  care 
provider  to  feed  a  handicapped  infant,  or  to  provide 
medical  treatment  essential  to  correct  a  life-threaten- 
ing condition,  can  constitute  a  violation  of  Section 
504.""  Therefore,  HHS  wrote,  the  Interim  Final 
Rule  was  not  intended  to  create  any  variance  in  the 
substantive  obligations  of  health  care  providers 
"previously  set  forth  in  the  statutory  language  of 
Section  504,  in  the  implementing  regulations,  and  in 
the  Notice  to  Health  Care  Providers.""  Instead: 

The  interim  final  rule  sets  forth  procedural  specifications 
designed:  (1)  To  specify  a  notice  and  complaint  procedure, 
within  the  context  of  the  existing  legulations,  and  (2)  to 
modify  existing  regulations  to  recognize  the  exigent 
circumstances  that  may  exist  when  a  handicapped  infant  is 
denied  food  or  other  necessary  medical  care.** 

The  Interim  Final  Rule  required  infant  health 
service  facilities  to  display  posters  in  conspicuous 
places  in  nurseries  and  in  delivery,  maternity,  and 
pediatric  wards.  The  notices  were  to  state  that 
discriminatory  failure  to  feed  and  care  for  handi- 
capped infants  in  the  facility  is  prohibited  by  Federal 
law,  that  anyone  having  knowledge  of  an  infant 
being  denied  food  or  customary  medical  care  should 
contact  the  HHS  hotline  or  the  State  child  protec- 

1973:  Passage  of  Rehabilitation  Act,  including  section  504 

1977:  Basic  section  504  regulations  issued 

Mar.  7,  1983:  Interim  Final  Rules  (504)  issued 

Apr  14,  1983:  Judge  Gesell  strikes  down  Intenm  Final  Rules 

July  5,  1983:  Proposed  Rules  (504)  issued  for  comment 

Jan.  12,  1984:  Final  Rules  (504)  promulgated 

Feb.  23,  1984:  In  Baby  Jane  Doe  case.  Second  Circuit  holds  504 

inapplicable  to  medical  treatment  decisions 

June  1 1,  1984:  Final  Rules  (504)  enjoined  by  Federal  distnct  court 

Oct.  9,  1984:  Child  Abuse  Amendments  of  1984  (CAA)  signed 

into  law 

Dec  10,  1984:  Proposed  Rules  (CAA)  issued  for  comment 
Apr.  15,  1985:  Final  Rules  (CAA)  promulgated 
Oct.  9,  1985:  CAA  and  Final  Rules  (CAA)  go  into  effect 
June  9,  1986:  U.S.  Supreme  Court  holds  mandatory  portions  of 
Final  Rules  (504)  unjustified  by  administrative  record 

Nondiscrimination  on  th?  Basis  of  Handicap,  Intenm  Final  Rule, 
48  Fed.  Reg.  9,630,  9,630  (1983)  (emphasis  in  ongmal). 
^  Id  at  9,631. 
"  Id 

"  H  at  9,630. 
"  Id 
**  Id 
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tive  agency,  and  that  the  failure  to  feed  and  care  for 
infants  might  violate  State  law.'* 

Normally,  HHS  is  required  to  wait  10  days  from 
the  time  that  the  Secretary  notifies  the  suspected 
violator  of  a  failure  to  comply  with  section  504 
before  legal  action  is  initiated.  The  Interim  Final 
Rule  provided  for  a  waiver  of  this  waitmg  period 
whenever,  in  the  judgment  of  HHS,  unmediate 
access  was  necessary  to  preserve  the  liis  or  health  of 
an  infant  with  a  disability It  also  allowed  HHS 
immediate  access  to  business  records  outside  normal 
business  hours  when  necessary  to  protect  the  infant's 
life  or  health." 

Although  it  set  up  a  24-hour  hotline  to  receive 
reports  of  suspected  denial  of  treatment,  HHS 
indicated  that  it  intended  to  rely  heavily  on  the 
voluntary  cooperation  of  State  and  local  agencies 
closest  to  the  scene,  which  could  provide  "speedy 
investigation  of  life-tlueatening  abuse  and  ne- 
glect.**** State  child  protective  agencies  would  be 
informed  of  cases  of  which  HHS  became  aware. 
When  the  State  "expeditiously  and  effectively  inves- 
tigated** the  cases,  additional  Federal  involvement 
would  be  imnecessary  altiiough  HHS  would  hold 
itself  open  for  whatever  assistance  was  desired.'® 

Presideof  s  Commission  Report 

In  March  1983— the  same  month  the  Interim  Final 
Rule  was  promulgated— the  President*s  Commission 
for  the  Study  of  Ethical  Problems  in  Medicine  and 
Biomedical  and  Behavioral  Research  issued  a  report 
entitled    Deciding    to    Forego  Life-Sustaining 


**  The  poster  was  to  read: 

DISCRIMINATORY  FAILURE  TC  FEED  AND  CARE 
FOR  HANDICAPPED  INFANTS  IN  THIS  FAaLITY  IS 
PROHIBrrED  BY  FEDERAL  LAW 

Section  504  of  the  Rehabilitation  Act  of  1973  states  that  no 
otherwise  qualified  handicapped  individual  shall,  solely  by 
reason  of  handicap,  be  excluded  from  participation  in,  be 
denied  the  benefits  of,  or  be  subjected  to  discrimination 
under  any  program  or  activity  receiving  federal  financial 
assistance. 

Any  person  having  knowledge  that  a  handicapped  Infant  is 
being  discrimlnatonly  denied  food  or  customary  care  should 
immediately  contact: 
Handicapped  Infant  Hotline 
US.  Department  of  Heath  and  Human  Services 
Washington,  D.C  20201 

Phone  800  (Available  24  hours  a  day) 

In  the  City  of  Washington,  D.C— 863- 00  (TTY  capabili- 
ty) 
or 

Your  State  Child  Protective  Ag'^ncy 

Federal  law  prohibits  retaliation  or  intimidation  against 
any  person  who  provides  information  about  possible  viola- 
tions of  the  Rehabilitation  Act  of  1973. 


Treatment.*^  Although  HHS  would  later  cite  with 
favor  some  of  the  statements  in  the  report,**  not 
only  did  the  President's  Commission  Report  specifi- 
cally criticize  the  HHS  regulation,"  but  its  general 
perspective  significantly  differed  from  that  of  HHS. 
The  President's  Commission  believed  that  "seriously 
erroneous  decisions  about  the  treatment  of  new- 
borns. .  .appear  to  be  very  rare."*'  Nevertheless,  it 
acknowledged  three  shortcomings  in  decisionmak- 
ing about  infants  with  a  disability:  "Ifirs^J  appropri- 
ate information  may  not  be  communicated  to  all 
those  involved  in  the  decision;  [second,]  profession- 
als as  well  as  parents  do  not  at  times  understand  the 
bases  of  a  decision  to  treat  or  not  to  treat;  and 
[third,]  actions  can  \  i  taken  without  the  informed 
approval  of  parents  n  other  surrogates."** 

The  President's  Commission  divided  circum- 
stances in  which  a  child  with  a  disability  has  life- 
threatening  conditions  into  three  categories:  "(1)  a 
treatment  is  avmlable  that  wonld  clearly  benefit  the 
infant,  (2)  all  treatment  is  expected  to  be  futile,  or  (3) 
the  probable  benefits  to  an  infant  from  different 
choices  are  quite  uncertain."**  The  actions  it 
recommended  are  shown  in  table  6.1. 

Under  tlie  proposal  of  the  President's  Commis- 
sion, both  when  the  physician's  assessment  is  "un- 
clear" and  when  the  joint  decision  of  parents  and 
physician  is  to  forego  treatment,  the  assessment 
would  be  reviewed  by  "intra-institutional  mecha- 
nisms and  possibly  thereafter  by  the  court."**  By 
"intra-institutional.  mechanisms"   the  President's 

Identity  of  callers  will  be  held  confidential. 

Failure  to  feed  and  care  for  infants  may  also  violate  the 
criminal  and  civil  laws  of  your  State. 
HHS  provided^  the  sign,  and  the  only  permissible  alteration  was 
the  addition  of  the  agency's  name  and  its  address  and  telephone 
number.  Id  at  9,631-32. 
*•  H  at  9,630. 
"  Id 

»•  Id  at  9.631. 
»»  Id 

*®  President's  Commission  for  the  Study  of  Ethical  Problems  in 
Medicine  and  Biomedical  and  Behavioral  Research,  Deciding  to 
Forego  Life-Sustaining  Treatment  (1983)  [hereinafter  President's 
Commission  Peport\ 

"  See,  e,g..  Nondiscrimination  on  the  Basis  of  Handicap;  Proce- 
dures and  Guidelines  Relating  to  Health  Care  for  Handicapped 
Infants,  Final  Rules,  49  Fed.  Reg,  1,622,  1.622  (19W). 
"  President's  Commission  Report,  supra  note  40,  225-26  &  n.95. 
«  Id  at  208-09. 

Id  at  209. 

Id  at  217. 

Id 
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TABLE  6.1 

Physician's  assessment 

Parents  :Mi9fer 

Parents  prefer 

of  treatment  optkKas* 

to  accept  treatment** 

to  forage  treatment** 

Cleaiiy  beneficial 

Provide  treatment 

Provide  treatment  during  review  process 

Ambiguous  or  uncertain 

Provide,  treatment 

Forego  treatment 

Futile 

Provide  treatment  unless  provider  dedines  to  do  so 

Forego  tfeatment 

*Tne  assessment  of  the  value  to  the  infant  of  the  t;eatments  available  will  initfally  be  by  the  attending  physldan.  Both  when  this  assessment  is 
unclear  and  when  the  joint  dedsioii  between  parents  and  physician  is  to  forego  treatment,  this  assessment  would  be  reviewed  by  intra*lnstitutlonaI 
mechanisms  and  possibly  thereafter  by  court 


**The  choice  made  by  the  infant's  p^uents  or  other  duly  authorized  sunt)gate  who  has  ader/jate  dedsionmaking  capacity  and  has  been  adequately 
infcnned,  based  on  their  assessment  of  the  infant's  best  interests. 

Source:  President's  Commisslcn  for' the  Study. of  Ethical  Problems  in  Medicine  and  Biomedical  and  Behavioral  (Research.  Deciding  to  Forego  Ufe 
Sustaining  Treatment  (1983),  218.  table  1  (certain  footnotes  omitted). 


Commission  primarily  meant  hospital  ethics  commit- 
tees.*^ 

When  treatment  is  "clearly  beneficial,"  the  Presi- 
dent's Commission  wrote,  "[pjarents  should  be  able 
to  choose  among  alternative  treatments  with  similar- 
ly beneficial  results  and  among  providers,  but  not  to 
reject  treatment  that  is  reliably  expected  to  benefit  a 
seriously  ill  newborn  substantially,  as  is  usually  true 
if  life  can  be  saved."*^  The  President's  Commission 
emphasized  that  this  is  a  "very  strict  standard" 
because: 

[I]t  excludes  consideration  of  the  negative  effects  of  an 
Impaired  child's  life  on  other  persons,  including  parents, 
siblings,  and  society.  Although  abiding  by  this  standard 
may  be  difficult  in  specific  casss,  it  is  all  too  easy  to 
undervalue  the  lives  of  handicapped  infants.  The  Commis- 
sion finds  it  imperative  to  counteract  this  by  treating  them 
no  less  vigorously  than  their  healthy  peers  or  than  older 
children  with  similar  handicaps  would  be  treated.** 

The  President's  Commission  specifically  pointed  to 
infants  with  Down  syndrome,  indicating  that  this 
disability,  in  itself,  does  "not  justify  failing  to 
provide  medically  proven  treatment,  such  as  surgi- 
cal correction  of  a  blocked  intestinal  tract."'**  The 
President's  Commission  thus  implicitly  criticized  the 
result  in  the  Bloomington  Infant  Doe  case. 

On  the  other  end  of  the  treatment  spectrum,  the 
"clearly  futile"  category,  the  President's  Commis- 
sion took  the  position  that  it  is  unnecessary  to 
provide  treatment  that  would  only  maintain  life  for  a 
short  period  of  time: 

When  there  is  no  therapy  that  can  benefit  an  infant,  as  in 
ancncephaly  or  certain  severe  cardiac  deformities,  a 
decision  by  surrogates  and  providers  not  to  try  predictably 
flitile  endeavors  is  ethically  and  legalV  justifiable.  Such 
therapies  do  not  help  the  child,  are  sometimes  painftil  for 
the  infant  (and  probably  distressing  to  the  parents),  and 
offer  no  reasonable  probability  of  saving  life  for  a 
substantial  period.  The  moment  of  death.  .  .might  be 
delayed  for  a  short  time— perhaps  as  long  as  a  few 
weeks— by  vigorous  therapy.'* 

In  such  circumstances,  however,  the  President's 
Commission  said  that  the  children  are  still  owed 
"whatever  relief  from  suffering  and  enhancement  of 

Id,  at  227. 
«•  Id,  at  217-18. 
*»  Id,  at  219. 

Id,  at  218-21. 

•*  Id,  at  219.  The  PrcsidinVs  Commission's  conclusion  that 
treatment  that  merdy  prolotgs  dyi'^g  5hould  not  be  mandated  by 
law  has  found  few  dissenters  uid  is  congruent  with  both  HHS 


life  can  be  provided,  including  feeding,  medication 
for  pain,  and  sedation,  as  appropriate."^^ 

The  third  category  delineated  by  the  President's 
Commission  consisted  of  *  ambiguous  cases." 

Although  for  most  seriously  ill  infants  there  will  be  either 
a  clearly  beneficial  option  or  no  beneficial  therapeutic 
options  at  all,  hard  questions  are  raised  by  the  smaller 
number  for  whom  it  is  very  difficult  to  assess  whether  the 
treatments  available  offer  prospects  of  benefit — for  exam- 
ple, a  child  with  a  debilitating  and  painflil  disease  who 
might  live  with  therapy,  but  only  for  a  year  or  so,  or  a 
respirator-dependent  premature  infant  whose  long-term 
prognosis  becomes  bleaker  with  each  passing  day." 

While  the  section  504  approach  adopted  by  HHS 
put  emphasis  on  the  substantive  standards  establish* 
ing  what  .treatment  must  be  provided,  the  approach 
adopted  by  the  President's  Commission  emphasized 
the  procedural  standards  establishing  who  should 
decide  what  treatment  should  be  given.  Rejecting 
both  regular  resort  to  the  courts  and  the  section  504 
regulatory  approach  adopted  by  HHS,  the  Presi- 
dent's Commission  recommended  instead  a  reliance 
on  intra-institutional  review.  It  suggested  that  hospi- 
tals should: 

have  explicit  policies  on  decisionmaking  procedures  in 
cases  involving  life-sustaining  treatment  for  these  in- 
fants. .  .  .Such  policies  should  provide  for  internal  re- 
view whenever  parents  and  the  attending  physician  deciie 
that  life-sustaining  therapy  should  be  foregone.  .  .  .S(  me 
cases  may  require  only  a  medical  consultation  to  confix  'n  a 
diagnosis  of  an  inevitably  fatal  condition.  .  .  .In  other 
cases,  when  the  benefits  of  therapy  are  less  clear,  an 
"ethics  committee"  or  similar  body  might  be  designated  to 
review  the  decisionmaking  process.  This  approach  would 
ensure  that  an  individual  or  group  whose  fUnction  is  to 
promote  good  decisionmaking  reviews  the  most  difficult 
cases.'* 

Section  504  is  directed  against  discrimination 
based  on  handicap.  Thus,  the  measure  of  what 
treatment  is  required  is  what  treatment  v.'ould  be 
provided  to  a  similarly  situated  nonhandicapped 
individual.  Since,  for  example,  futile  treatment  that 
would  merely  prolong  dying  is  not  normally  given 
to  nonhandicappeo  terminally  ill  i3atients,  section 
504  would  not  require  that  it  oe  provided  to 
similarly  situated  individuals  with  handicaps.'^ 

interpretations  of  section  504  and  the  Child  Abuse  Amendments 
of  1984. 
"  Id.  at  220. 
Id, 

"  Id,  at  227. 

"  See  45  CRR.  Part  84  App.  C(aK2)  (1987). 
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Essentially,  HHS  interpreted  the  substantive  rule 
under  section  504  to  be  that  unless  the  handicap 
itself  medically  contraindicates  the  treatment  (and 
tbua  renders  the  individual  not  "otherwise  qualified'' 
for  the  treatment),  the  handicap  must  be  deemed 
irrelevant  in  treatment  decisionmaking." 

The  President's  Commission  approach  could  be 
said  to  have  established  substantive  standards,  since 
it  divided  cases  into  three  categories.  However,  the 
descriptions  Of  the  categories  were  too  generalized 
to  provide  much  guidance  for  speciflc  instances, 
with  the  meager  exception  of  the  Commission's 
condemnation  of  withholding  of  treatment  solely  on 
the  basis  of  Down  syndrome.  The  effect  of  the 
generalizations  is  that  the  formulae  can  be  widely 
interpreted,  leaving,  at  best,  wide  discretion  in 
applying  the  principles.  Although  the  basic  notion  of 
futility  is  defined  with  some  clarity,  the  breadth  and 
vagueness  of  the  "clearly  beneficial"  and  the  "am- 
biguous" categories  leave  much  room  for  differing 
judgments. 

This  lack  of  specificity  reflected  a  deliberate 
choice  by  the  President's  Commission.  It  quoted 
with  approval  bianhicist  Robert  Vcatch: 

The  decision  [to  treat  or  nut]  must.  .  .include  evaluation 
of  the  meaning  of  existence  with  varying  impairments. 
Great  variation  exists  about  these  essentially  evaluative 
elements  among  parents,  physicians,  and  policy  makers." 

The  report  then  stated: 

The  Commission  agrees  that  such  criteria  necessarily 
include  value  considc^tions.  Supposedly  objective  cnte- 
ria  such  a$  birth  weight  limits  or  checklists  for  severity  of 
spina  bifida  have  not  been  shown  to  improve  the  quality  of 
decisionmaking  in  ambiguous  and  complex  cases.  Instead, 
their  use  seems  to  remove  the  weight  of  responsibility  too 
readily  from  those  who  should  have  to  face  the  value 
questions^-parents  and  health  care  providers." 

The  central  themes  embodied  in  the  President's 
Commission  report  were  to  become  the  most  widely 
reiterated  grounds  on  which  medical  groups  and 
others  opposed  the  advocacy  by  disability  groups  of 

^  See  iftfio  note  !00  for  a  discussion  of  the  situation  la  which  the 
handicap  is  itself  the  source  of  the  Hfe^threatening  condition  to  be 
treated. 

President's  Commission  Report,  supra  note  40,  at  222,  quoting  R. 
Vcatch,  The  Technical  Criteria  Fallacy,  7  Hastings  Ctr.  Rep.  15 
(1977). 

*•  President's  Commission  Report,  supra  note  40.  at  223. 

»•  Am.  Ac&d^my  of  Pediatrics  v.  Heckler.  561  F.  Supp.  395 

(D.D.C.  1983). 
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government  action  to  protect  the  treatment  rights  of 
children  with  disabilities.  These  key  points  were 
repijatedly  echoed  in  criticisms  of  the  section  504 
regulation  and— later— the  Child  Abuse  Amend- 
ments of  1984: 

•  Inappropriate  treatment  decisions,  although  they 
occur,  do  so  rarely. 

•  Situations  in  which  treatment  decisions  must  be 
made  are  best  broken  into  the  three  categories  of 
clearly  beneficial,  ambiguous,  and  futile. 

•  Apart  from  saying  treatment  for  children  with 
Down  syndrome  is  clearly  beneficial,  little  definition 
can  be  given  to  distinguish  the  clearly  beneficial 
from  the  ambiguous. 

•  Within  these  broad  categories,  discretion  must  be 
given  to  well-informed  parents  and  physicians  to 
make  decisions  in  the  best  interests  of  children. 

•  Intra-institutional  review,  usually  in  the  form  of 
ethics  committees,  is  the  best  check  on  possible 
abuses. 

•  Government  agencies  or  courts  should  normally 
become  involved  only  when  an  ethics  committee 
considers  that  clearly  beneficial  jxeatment  is  being 
refused  by  adamant  parents. 

American  Academy  of  Pediatrics  v. 
Heckler 

The  HHS  regulation  was  soon  subject  to  more 
than  rhetorical  attack.  The  American  Academy  of 
Pediatrics,  the  National  Association  of  Children's 
Hospitals  and  Related  Institutions,  and  the  Chil- 
dren's Hospital  National  Medical  Center  filed  suit  in 
the  Federal  District  Court  for  the  District  of 
Columbia  to  invalidate  it,  contending  that  the 
Interim  Final  Rule  was  arbitrary  and  capricious,  that 
HHS  lacked  the  statutory  authority  to  promulgate 
the  rule,  and  that  the  rule  impermissibly  intruded 
into  confidential  relationships  protected  by  the 
Constitution."  On  Apnl  14,  1983,  Judge  Gerhard 
Gcsell  invalidated  the  Intenjn  Final  Rule  on  proce- 
dural grounds,  holding  that  the  Interim  Final  Rule 
should  have  been  published  for  public  comment.*^^ 

The  Administrative  Procedure  Act  requires  that  a  general 
notice  of  proposed  rulemaking  be  published  m  the  Federal 
Register  at  least  30  days  prior  to  the  effective  date.  Aji  agency 
must  then  give  interested  individuals  the  ability  to  paa'cipate  in 
the  rulemaking  through  submission  of  written  data,  views,  or 
arguments.  An  agency  need  not  adhere  to  these  restrictions  if 
either  (:)  the  rules  are  interpretative  (that  is,  non<binding),  general 
statements  of  policy,  or  rules  of  organization,  procedure  or 
practice  or  (ii)  the  agency,  for  good  cause,  finds  the  notice  and 
public  procedure  are  impracticable,  unnecessary  or  contrary  to 
the  public  interest.  5  U.S.C.A.  §553  (1977). 


He  also  nilcd  that  Secretary  of  Health  and  Human 
Services  Margaret  Heckler  had  insufficient  materid 
before  her  to  consider  relevant  factors  and  assure 
rational  consideration  of  the  effect  of  the  contemp- 
lated regulatory  action Gesell  also  expressed 
considerable  skepticism  that  section  504  was  intend- 
ed to  apply  to  medical  treatment  decisions  involving 
children  with  disabilities  and  suggested  that,  if  it 
were,  it  might  in  at  least  some  applications  be  an 
unconstitutional  mfringement  on  the  right  of  priva- 
cy." 

Proposed  504  Rule,  July  1983 

HHS  quickly  moved  to  overcome  the  procedural 
objections  that  caused  Judge  Gesell  to  invalidate  the 
Interim  Final  Rule,  On  July  5,  1983,  HHS  published 
a  revised  rerrlon  of  the  earlier  rule  for  public 
comment  in  the  form  of  a  "proposed  rule."** 

The  Supplementary  Information  for  the  proposed 
rule  addressed  Gesell's  criticisms  of  the  Interim 
Final  Rule.  Finding  nothing  m  the  plain  language  of 
section  504  or  its  legislative  history  to  indicate  an 
intent  that  infants  not  be  given  the  protection  the 
statute  affords  those  who  are  not  infants,  the 
preamble  concluded  that  an  infant  with  a  disability  is 
both  an  "individual"  within  the  protection  of  section 
504,  and  a  "person"  withm  the  protection  of  its 
implementing  regulation.  A  "qualified  haiCicapped 
infant"  was  defined  as  one  who  could  benefit 
medically  from  the  treatment- 
Judge  Gesell  rejected  the  government's  argu^tent  that  the  Interim 
Rnal  Rule  was  cither  procedural  or  interpretive,  viewing  the 
action  as  substantive  because  it  provided  for  an  '  intrxisive  on- 
premises  enforcement  mechanism."  Americatt  Academy  ofPediah 
ncs,  561  F.Supp.  ai  401.  The  good  cause  exception  of  §553  of  the 
Administrative  Procedure  Act,  the  court  noted,  is  narrowly 
construed  and  only  rcluctanUy  countenanced.  Id  The  govern- 
ment argued  that  the  lives  of  the  infants  were  at  risk,  and  this 
required  the  expedited  implementation  of  the  regulations.  Judge 
Gesell  saw  this  as  a  slippery  slope: 

Such  an  argument  could  as  easily  be  usfd  to  justify 
tnmiediate  implementation  of  any  sort  of  health  or  safety 
regulation,  no  matter  how  small  the  risk  for  the  population  at 
large  or  how  long-standing  the  problem.  There  is  no 
mdicalion  in  this  case  of  any  dramatic  change  m  circum- 
stances that  would  constitute  an  emergency  justifying  shunt- 
ing off  public  participation  in  the  rulemakinij. 

Id 

«»  Among  the  factors  Judge  Gesell  believed  HHS  should  have 
considered  were  (i)  the  disruptive  effects  vf  the  hotline;  C")  "the 
sudden  descent  of 'Baby  Doe*  squads  on  tLc  scene,  monopolizing 
physician  and  nurse  time  and  nuiing  hospital  charts  and  records 
unavailable  during  treatment**;  Cm)  the  interests  of  a  child  forcibly 
removed  from  a  hospital  if  the  parents  refuse  to  consent  to 
surgery;  (iv)  termination  of  Federal  assistance  to  the  hospital  as  a 
whole  if  a  violation  occurred;  (iv)  weighing  of  other  factors 


Sectiop.  504  would  hold  that  where  an  infant  would  not 
benefit  medically  from  a  particular  treatment  the  infant 
would  not  be  "qi^lified"  to  receive  the  trcatravr.;,  mus,  its 
denial  would  not  vioUxe  Section  504.** 

HHS  responded  to  Judge  Oesell's  concern  that 
there  was  insufficient  evidence  of  widespread  denial 
of  treatment  to  justify  the  rule  by  reviewing  a 
number  of  cases  and  citing  surveys  indicating  that 
denial  of  treatment  was  accepted  by  the  majority  of 
pediatricians.** 

The  proposed  rule  was  substantially  similar  to  the 
Interim  Final  Rule.  !n  response  to  charges  that  the 
Interim  Final  Rule  would  lead  to  a  plethora  of 
unsubstantiated  reports  by  janitors,  visitors,  and 
other  members  of  the  general  public  incon?petent  to 
make  judgments  about  the  adequacy  of  medical 
treatmc.itf  the  proposed  rule  allowed  the  required 
poster  to  be  placed  only  in  nurses'  stations,  rather 
than  in  wards  open  to  the  public.  It  added  a  new 
provision  relating  to  child  protective  services  agen- 
cies receiving  Federal  financial  assistance.  They 
were  required  to  develop  procedures  to  ensure 
prompt  processing  of  denial  of  treatment  reports, 
with  provisions  for  onsite  investigations  and  the 
seeking  of  court  orders  to  secure  treatment.  They 
were  to  notify  the  HHS  Office  for  Civil  Rights  of 
reports  deceived  and  the  steps  taken  to  investigate 
them.** 

against  the  malpractice  and  disciplinary  risks  that  would  be 
imposed  upon  doctors  and  hospitals;  (v)  whether  the  termination 
of  painful  procedures  would  be  preferable  when  the  prognosis  is 
certain  death;  (vi)  the  means  of  funding  the  extensive  caie  that 
would  be  required  by  the  children  whom  the  regulation  saved  and 
the  allocation  of  scarce  medical  resources  between  defective 
newborns  and  'Vther  patients;  and  (vii)  alternative  means  of 
protecting  in^  *s  with  a  disability.  Id  at  39?-4O0 
«*  561  F.  Sapp.  at  403. 

Nondiscrimination  on  the  Basis  of  Handicap,  48  Fed.  Reg. 
30.846  (proposed  July  5.  1983). 

Id  In  response  to  Jud*^  Gcscirs  expressed  concern  that  HHS 
had  given  inadequate  consideration  to  whether  the  termination  of 
painful  procedures  would  be  desirable  for  a  child  whose  progno- 
sis is  certain  dekth,  the  preamble  sated: 

Section  504  does  not  compel  medical  personnel  to  attempt  to 
perform  impossible  or  futile  acts  or  therapies.  .  .which 
merely  temporarily  prolong  the  process  of  dying  of  an  infant 
bom  terminally  [ill].  .  .  .Such  medical  decisions,  by  medical 
personnel  and  parents,  concerning  whether  to  treat,  and  if  so. 
what  form  the  treatment  should  take,  are  outside  the  scope  of 
Section  504. 
Id.  at  30.846-47. 

Id  at  30.847-^8. 
-  Id  at  30,851. 
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Final  504  Rule 

HHS  received  nearly  17,000  comments  on  the 
proposed  rule,  of  which  97.5  percent  were  favor- 
able,*' It  also  conducted  intensive  negotiations  with 
medical  organizations  and  disability  nghts  advocacy 
groups."  Of  particular  importance  in  th<^  discus- 
sions was  the  position  of  the  AniiericaD  Acadtmy  of 
Pediatrics  (AAP).  In  congruence  with  the.  Presi- 
dent's Commisjdon  report,  the  AAP  proposed: 

as  an  alternative  to  the  proposed  rule,  that  all  hospitals,  as 
a  condition  of  participation  in  the  Medicare  program  (not 
as  a  requirement  of  section  504)  establish  a  review 
committee.  Under  this  proposal.  .  .the  commii:^  would 
have  three  functions:  (1)  to  develop  hospital  policies  ana 
guidelines  for  management  of  specific  types  of  diagnoses; 

(2)  to  monitor  adherence  through  retrospective  record 
review;  and  (3)  to  review,  on  an  emergency  baas,  specific 
cases  when  the  withholding  of  life-sustaining  treatment  is 
being  considered.  When  the  committee  disagreed  with  a 
parental  or  physician  decision  to  withhold  treatment,  the 
cw  would  be  referred  to  tht  appropriate  court  or  child 
protective  agency,  and  treatment  would  be  continued 
pVTiding  a  decision.** 

As  a  result  of  the  negotiations,  the  HHS  Final 
Rule,  issued  on  January  12,  1984,  was  a  compj  Xac 
that  incorporated  features  of  the  AAP  propoi^^  nd 
made  other  modifications  in  the  proposed  rule;  in 
return,  the  AAP  agreed  not  to  challenge  the  Final 
Rule.'^  HHS  wrote:  'These  modifications  are 
designed  to  establish  a  framework  under  which  the 
substantial  controversy  that  has  attended  the  De- 
partment's efforts  to  strengthen  enforcement  of 
section  504  in  this  area  can  be  replacec  by  a  more 
cooperative  effort  involving  the  Federal  Govern- 
ment, the  medical  community,  private  advocacy 
groups  and  state  governments."'* 

Key  components  of  the  Final  Rule  were  (1)  its 
integration  of  a  voluntary,  modified  form  of  ethics 
committees,  to  be  called  "Infant  Care  Review 
Committees";  (2)  its  modified  poster  requirement; 

(3)  its  requirements  for  State  agencies;  and  (4)  its 

"   Final  Rule  (504).  supra  note  25,  at  1,623. 

«•  Barringcr,  Koop  Acted  as  Midwife  for  New  "Baby  Doe"  Rule, 

Washington  Post,  Jan.  10,  1984,  at  A15,  col.  3. 

Final  Rule  (504),  rupra  note  25,  at  1,623. 

Barringcr,  supra  note  68,  at  A 1 5,  cols,  3-4.  This  agreement  did 
not  keep  the  AAFs  fellow  medical  organiiaUons,  the  American 
Medical  Association  and  the  American  HospitfJ  Associark)n, 
from  suing  (successfully)  to  enjoin  them.  See  infra  note  109  and 
accompanying  tc  t 

"  Final  Rule  (504).  supra  note  25,  at  1,622. 

"  Id.  at  1651.  HHS  noted  that  review  boards  were  sUll  untried, 

that  enforcement  of  a  requirement  for  such  committees  in  the 


provisions  for  expedited  investigation  and  enforce- 
ment action. 

The  Final  Rule  encouraged,  but  did  not  require, 
hospitals  to  estabUsh  infant  care  review  conoiittecs 
(ICRCs),"  and  it  described  the  purpose,  proce- 
dures, and  composition  of  a  model  conmiittec.'»  The 
differences  between  the  AAP  model  and  that  in  the 
Final  Rule  were  intended  to  **unde/$Cs  re  that  the 
purpose  of  the  ICRC  is  to  advance  the  basic 
principles  embodied  in  section  504,"'* 

The  Department  does  not  seek  to  tak*"  over  medical 
decisionmaking  regarding  health  care  for  handicapped 
infants.  HHS  agrees  that  the  best  decisionmakers  are 
generally  the  parents  and  the  physicians  directly  involved. 
However,  there  is,  and  must  be,  a  framework  within 
which  the  decisionmakers,  the  parents  £uid  physicians, 
operate. 

That  framework  is  established  by  laws.  .  .  .includ[ingi 
section  504.  .  .  . 

The  fundamental  issue  involved  in  deciding  whether 
review  boards  should  be  a  substitute  for  enfcrccment  of 
section  5C>4  is  whether  the  legal  framework  within  which 
the  decisionmaking  parents  and  physicians  are  supposed  to 
function  <and  generally  do  function)  will  be  utilized. 
Under  the  proposal  that  review  boaids  act  in  lieu  of 
government,  whether  physicians  or  hospital  review  boards 
adhere  to  the  principles  of  section  504  would  be  deter- 
mined by  those  plursicians  and  boards  alone.  .  .  .Whether 
they  ever  utilize  the  implementation  schem<:s  established 
law  to  ensure  that  those  principles  are  adhered  to 
would  also  be  decided  by  those  parents,  physicians,  and 
review  boards.  .  .  .This  alternative  proposal  simply  docs 
not  provide  sufficient  safeguards  that  the  requirements  of 
section  504  will  be  met.  .  .  .(7]t  would  not  be  justifiable 
for  the  Department  to  refrain  from  exercising  &  regulatory 
role  to  enforce  the  statute. 

.  .  .[A]lthough  unacceptable  as  a  substitute,  review 
boards  can  be  very  valuable.  .  .  .[A]  committee  that 
includes  individuals  with  medical  expertise  and  people 
with  non-medical  perspectives  tJid  that  is  guided  by 
proper  standards  and  pr&iocols  can  be  very  helpful  in 
bringing  about  informed,  enlightened  and  fair  decision* 
making.  .  . 

7,000  hospitals  in  the  country  would  be  difficult,  and  thai  because 
the  Amcncan  Medical  Association  and  other  medical  oupi 
opposed  any  mandatory  requirement,  "there  would  Ukely 
protracted  legal  proceedings  challenging  the  regulatbn.**  Id  i  it 
1,624. 

«  45  C.F.R.  §  84.55(a)  &  (0  (1987).  Infant  care  review  commit- 
tees, and  the  difference  between  their  role  as  conceived  by  the 
President's  Commission  Report  and  AAP,  on  the  one  hand,  and 
HHS.  on  the  olhcrr  hand,  are  discussed  in  chap.  11. 

Fmal  Rule  (504),  supra  note  25,  at  1,625. 
«  Id.  at  1624. 
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HHS  agreed  that  when  it  investigated  reports  of 
discriminatory  denial  of  treatment  at  a  hospital,  it 
would  generally  first  consult  with  the  hospital  ICRC 
and  delay  investigating  for  24  hours  to  receive 
information  from  the  ICRC  unless  "other  action  is 
necessary  to  protect  the  life  or  health  of  a  handi- 
capped infant."'*  It  encouraged  State  child  protec- 
tive services  agencies  to  adopt  similar  guidelines  for 
consulting  with  ICRCs.'" 

The  Fmal  Rule  not  only  redrafted  the  original 
notice  required  to  be  posted  in  hospitals,  but  also 
gave  hospitals  the  option  of  posting  either  of  two 
alternative  notices.  A  hospital  with  an  internally 
adopted  policy  congruent  with  jection  504  and  with 
an  internal  review  mechanism,  including  the  oppor- 
timity  to  make  an  anonymous  report  free  of  retalia- 
tion, could  post  a  notice  with  lan^^uage  designed  to 
avoid  suggesting  that  the  hospital  was  an  object  of 
suspicion.^'  The  notice  could  be  posted  in  ariy 
location  where  medical  professionals  such  as  nurses 
could  see  it;  it  need  not  be  posted  where  patients, 
visitors,  or  others  could  see  it;  and  it3  size  was 
reduced  to  5  by  7  inches.^* 

The  Final  Rule  established  basic  duties  for  State 
cl:ild  protective  services  agencies  receiving  Federal 
financial  assistance  in  dealing  with  reports  to  them 
of  medical  neglect  of  children  with  dkabilities.  Each 
such  agenoy  was  obligated  to  establish  and  maintain 
procedures  to  ensure  that  the  agency  use  its  "fuli 
authority.  .  .to  prevent  instances  of  n  jdical  neglect 
of  handicapped  infants."*^  The  procedures  included 
requirements  that  health  care  providers  report  in- 

45  C.F.R.  Part  84  App.  C(bK2)  (1987). 
"  45  C.F.R.  §84.55(cK2)  (1987). 
The  notice  read: 

PRINaPLES  OF  T^EATME^vi'  OF  DISABLFD  IN- 
FANTS 

It  IS  the  policy  of  this  hospital,  consistent  with  Federal  law, 
that  nourishment  and  medically  ocneficial  treatment  (as 
determined  with  respect  for  reasonable  medical  ;udgements) 
should  not  be  v.iUiheld  from  handicapped  infrits  solely  on 
the  basis  of  their  present  or  anticipated  mental  or  physical 
impairments. 

This  Federal  law,  section  504 1  the  Rehabilitation  Act  of 
1973,  prohibits  discrimination  on  the  basis  of  handicap  in 
programs  or  activities  receiving  Federal  financial  assbtance. 
For  furtncr  information,  or  to  report  suspected  noncompli- 
ance, call: 

pientify  designated  hospital  contact  point  and  telephone 
number]  or 

[Identify  appropriate  child  protective  services  agency  and 
telephone  number]  or 

U.S.  Department  of  Health  and  Human  Services  (HHS). 
800-368-1019  (Toll-free,  avaikbie  24  hours  a  day,  TDD 
capability). 


o 
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stances  of  known  or  suspected  medical  neglect  on  a 
"tim«*ly  basis";'*  that  a  method  be  established  by 
which  the  agency  receives  these  reports;"  that 
there  be  immediate  reviev/,  and,  where  appropriate, 
onsite  investigation,  of  such  reports,®'  and  provision 
for  the  protection  of  "medically  neglected  handi- 
capped infaiits,"  including,  if  necessary,  court  orders 
to  compel  necessary  nourishment  and  medical  treat- 
ment.** Further,  each  State  agency  was  to  provide 
timely  notification  to  HHS  of  every  report  of 
"suspected  unlawful  medical  neglect  of  handicapped 
infants."** 

As  had  its  predecessors,  the  Final  Rule  authorized 
expedited  access  to  hospital  records  -when,  in  the 
judgment  of  HHS,  imm^iate  access  was  necessary 
to  protect  the  life  or  health  of  an  individual  with  a 
disability.**  The  Hnal  Rule  also  eliminated  thw 
normal  10-day  notice  requirement  when,  in  the 
judgment  of  the  responsible  HHS  oHIcial,  immediate 
action  to  effect  compliance  was  necessary  to  protect 
the  life  or  health  of  an  individual  with  a  disability.*^ 

The  expedited  compliance  provbions  were  de- 
signed to  permit  HHS  to  obtain  a  temporary 
restraining  order  to  sustain  the  life  of  an  infant  in 
inmiinent  danger  of  death.** 

E^ect  of  University  Hospital 

The  underlying  premise  of  the  Final  Rule  was 
called  into  question      lie  Second  Circuit's  ruling  in 
the  Baby  Jane  Dc.        on  February  23,  1984.** 
Baby  Jane  E^^  A'as  bom  on  October  11,  1983.®^ 
The  final  New  York  court  ruling  against  requiring 

The  identity  cf  callers  will  be  held  confidential.  Retaliation 
by  this  hospital  agaim^t  any  person  for  pro^'^ding  information 
about  possible  noncompliance  b  prohibited  by  this  hospital 
and  Federal  regulations. 

Id  §84.SS(bX3).  The  notice  to  he  used  in  hospitals  without  such 

policies  was  essentially  the  same,  but  began  "Federal  law 

prohibits  discnmmation  on  the  basis  cf  handicap**  and  eliminated 

references  to  hospital  policy.  Id.  §84.55(bX4). 

«  Final  Rule  (504).  supra  note  25,  at  1.626. 
Id  §84.55(cKO. 

"   Id  §84.55(cXO(i). 

«  Id  §84.55(cKlKii)- 

"  Id  §84.55(cKlKiii). 

«   Id  §84.55(cKlKiv). 

**  Id,  §84.55(cXlXv).  The  Supplementary  Information  m&de 
clear  that  this  applied  to  decisions  of  parents.  Final  Rule  (504), 
supra  note  25,  at  1,622. 

45  C.F.R.  §  84.55(d). 
"  45  CF.R.  §88.45(e). 

Final  Rule  (504),  supra  note  25,  at  1.628. 

The  case  is  also  discussed  m  chap.  2  (text  accompanying  notes 
14-15),  chap.  3  (text  accompanying  notes  54-72);  and  chap.  5  (*ext 
accompanying  notes  25-32). 

♦*  United  States  v.  Univ.  Hosp.,  729  F.2d  144  (2d  Cir.  1984). 
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lifesaving  operaaons  to  close  her  back  lesion  and 
install  a  shunt  for  her  hydrocephalus  came  on 
October  28, 1983.  On  October  19,  HHS  had  received 
a  complaint  under  section  504  relating  to  the  case.** 
After  studying  the  evidence  entered  in  the  State 
court  proceedings,  which  included  the  child's  medi- 
cal records  from  birth  through  October  19,  the 
Surgeon  General  considered  it  necessary  to  obtain 
more  recent  medical  records  to  determine  if  any 
violation  of  section  504  had  occurred.  The  Surgeon 
General  stated:  "An  appropriate  determination  con- 
cerning whether  the  current  care  of  Infant  Jane  Doe 
is  within  the  bounds  of  legitimate  medical  judgment, 
rather  than  based  solely  on  a Jhandicapging  condition 
which  is  not  a  medical  contraindication  to  surgical 
treatment,  cannot  be  made  without  immediate  access 
to*  .  .current  medical  records.  •  .  When  re- 
peated requests  for  the  records  by  HHS  were 
rebuffed,  the  Department  of  Justice  filed  suit  in 
Federal  district  court  for  an  injunction  requiring  the 
hospital  to  make  them  available.** 

Although  acknowledging  that  University  Hospital 
was  a  recipient  of  Federal  financial  assistance  and 
subject  to  section  504,  the  district  court  entcTed 
summary  judgment  against  the  government,  holdn:g 
that  the  records  already  available  established  that 
the  hospital  had  not  engaged  in  discrimination 
prohibited  by  504.  The  court  found  that  "the  papers 
subnr'tied  demonstrate  conclusively  that  the  deci- 
sion of  the  parents  to  refuse  consent  to  the  surgical 
procedures  was  a  reasonable  one  based  on  due 
consideration  of  the  ^  medical  options  avail- 
able. .  . 

The  government  appealed  to  the  Second  Circuit 
Coiirt  of  Appeals.  It  maintained  that  the  district 
court's  ruling  had  the  absurd  effect  of  requiring 
HHS  to  make  an  advance  evidentiary  showing 
concerning  the  ultimate  is^^ue  of  unlawful  conduct  as 
a  prior  condition  to  securing  the  materials  necessary 

•»  Id.  at  146. 
•*   Quoted  in  id 

«   HHS  relied  upon  45  CF.R.  §  80.6(c): 

Each  redpicnt  (of  Federal  funds]  shall  permit  .sss  by  the 
responsible  Department  official  or  his  designee  during 
normal  business  hours  to  such  of  its  books,  records,  accounts 
and  other  sources  of  information,  and  its  facilities  as  may  be 
pertinent  to  ascertain  compliance.  .  .  .Assorted  consider- 
ations of  f  'vacy  or  confidentiality  may  not  operate  to  bar 
the  Depwitment  from  evaluating  or  seeking  to  enforce 
compliance.  .  . 
«  United  States  v.  Univ.  Hosp.,  575  F.  Supp.  607,  614-15 
(E.D.N.Y.  1983).  q/pd  729  F.2d  144  (2d  Cir.  1984). 


72 


to  reach  the  determination  whethf '  *)nlawful  con- 
duct had  occurred.  The  Second  Cucuit  noted  that 
••[a]n  administrative  agency  is  entitled  to  access  to 
information  'not  plauily  incompetent  or  irrelevant  to 
any  lawful  purpose  of  the  [agency]  in  the  discharge 
of  pts]  duties.*""  However,  the  .Second  Circuit 
concluded  that  the  proper  question  was  whether 
"the  subject  matter  of  the  investigation  is  within  the 
agency*s  statutory  jurisdiction."** 

The  Second  Circuit  concluded  it  was  not.  After 
dismissing  the  regulatory  history  3^  "inconclu- 
sive,"" and  holding  that  Baby  Jane  Doe  was  indeed 
a  "handicapped  individual"  for  purposes  of  section 
504,*«  the  court  essentially  argued  that  the  language 
of  the  provision  was  not  naturally  adapted  to  the 
evaluation  of  medical  treatment  decisions.  First,  the 
court  focused  on  the  statutefs  requirement  that  such 
an  individual  be  "otherwise  qualified"  for  the  bene- 
fits in  question: 

[T]he  phrase  cannot  be  applied  in  the  comparatively  fluid 
context  of  medical  treatment  decisions  without  distorting 
its  plain  meaning.  In  common  parlance,  one  would  riot 
ordinarily  think  of  a  newborn  infant  suffering  from 
multiple  birth  defects  as  being  "otherwise  qualified"  to 
have  corrective  surgery  penormed  or  to  have  a  hospital 
initiate  litigation  seeking  to  override  a  decision  against 
surgery  by  the  infant's  parents.** 

Second,  the  court  wrote  that  medical  decision- 
making is  too  complex  to  be  analyzed  in  terms  of 
"discrirr'  -xtion": 

Where  the  handicapping  condition  is  related  to  the 
condition(s)  to  be  treated,  it  will  rarely,  if  ever,  be  possible 
to  say  with  certainty  that  a  particular  decision  was 
"discriminatory".  .  .  .Beyond  the  fact  that  nc  two  cases 
are  likely  to  be  the  same,  it  would  invariably  require 
lengthy  litigation  priirarily  involving  conflicting  expert 
testimony  to  determine  whether  a  decision  to  treat,  or  not 
to  treat,  or  to  litigate  or  not  to  litigate,  was  based  on  a 
"bona  fide  medical  judgment,"  however  that  phrase  might 
be  defined.*** 

•*  i/niversity  Hospital,  n9  F.2d  at  149,  quoting  Endicoit  Johnson 
Corp.  V.  Perldns,  317  U.S.  501,  509  (1943). 

Id  at  15a 

Id  at  154. 
«  Id  at  155. 
•»  Id  at  156. 

»^  Id  at  157.  In  factj  HHS  had  already  described  the  uistinction 
between  the  condition  requiring  treatment  and  the  "handicap" 
which  is  illegitimate  as  a  ground  for  discrimination  under  section 
504,  It  did  so  in  tht  supplcraentul  information  published  with  the 
Filial  Rule  on  Jan.  12,  1984: 

[Wjhere  the  hand:f:apping  condition  and  the  condition  to  be 
treated  arc  thi*.  same.  .  .the  "handicap"  is  the  physical  or 
mental  impairment  the  infant  has  or  will  have  (or  "ss 
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Next, -the  Second  Circuit  reviewed  the  legislative 
history  of  section  504  and  concluded  that  "Congress 
never  contemplated  that  section  504  would  apply  to 
treatment  decisions  of  this  nature.""*  It  quoted  with 
approval  Judge  Gesell's  dicta  in  his  opinion  striking 
down  the  Interim  Final  Rule:  "[N]o  congressional 
committee  or  member  of  the  House  or  Senate  ever 
even  suggested  that  section  504  would  be  r>sed  to 
monitor  medical  treatment  of  defective  newborn 
infants  or  establish  standards  for  preserving  a  partic- 
ular quality  of  life.  No  medical  group  appeared  alert 
to  the  intrusion  into  medical  practice  which  some 
doctors  apprehend  from  such  an  undertak- 
ing. .  . 

Finally,  the  couil  took  the  position  that  requiring 
a  hospital  to  go  to  court  or  to  child  protective 
services  agencies  to  override  parental  refusals  of 
consent  to  their  children's  lifesaving  treatment 
"would  impose  a  particularly  onerous  affirmative 
action  burden  on  the  hcspital."****  Although  it 
conceded  that  the  precedent  was  "not  directly  on 
point,"-the  Second  Circuit  quoted  the  1979  Supreme 
Court  decision  in  Southeastern  Community  College  v. 
Davis^^  dibtinguishing  between  the  "evenhanded 
treatment  of  qualified  handicapped  persons"  re- 
quired by  504  and  "affirmative  efforts  to  overcome 
the  disabilities  caused  by  handicaps"  not  required  by 
504.^^    Therefore,  the  Secocd  Circuit  held  thac 

regarded  as  having")  a/rer  complctioE  of  Uic  treatment  under 
consideration.  .  .  .p]f  the  surgery  would.  .  .be  likely,  in  the 
exercise  of  reaionable  medical  judgmr  ^  to  bring  about  its 
intended  result  of  avoiding.  .  .fatal  consequences,  then 
failuije  to  ptrfonn  the  surgery  because  of  the  anticipated 
Inpairmcnts  in  future  life  offends  section  50*,  as  ♦he 
withholding  of  surgery  is  because  of  the  handicap  and  i/t  sfite 
of  the  infant's  bdng  qualified  to  receive  the  surgery. 
IPine:  Rule  (504),  supra  note  25,  at  1637  (emphasis  in  tb*.  original), 
lot   729  F.2d  at  157.  The  legislative  history  of  section  504 
described  at  the  beginning  of  this  chapter  paints  a  different 
picture.  See  supra  notes  6-12  and  accomponjong  text 

id,  at  159,  quoting  Am.  Academy  of  Pediatrics  v.  Heckler,  561 
F.  Supp.  at  401. 
«o»  Id.  at  160. 

442  U.S.  397  (1979). 
'  Uni^rsity  Hospital  729  F.2d  at  160,  quoting  Davis,  442  U.S.  at 
410.  HHS  took  the  position  that  hospitals  generally  do  gv  to  court 
or  to  child  protection  agencies  to  override  parental  refusals  of 
coMcnt  to  lifesaving  treatment  for  nondisabled  children  (when, 
for  example,  parents  refuse  to  consent  to  blood  transfusions  for 
their  children  for  religious  reasons),  so  that  requiring  them  to  do 
so  on  belialf  of  children  with  disabiliues  merely  mandates 
evenhanded  treatment,  not  affirmative  actiOn.  Fmal  Rule  (504), 
supra  nott  IS,  at  1,631. 


section  504  did  not  authorize  the  type  of  investiga- 
tion that  had  precipitated  this  lawsuit.*^ 

The  government  did  not  ask  the  Supreme  Court 
to  revievsf  University  Hospital  Bzby  Jane  Doe's 
parents  changed  their  minds,  directing  that  their 
daughter  be  given  life-preserving  surgery;^"  with 
the  risk  to  her  life  removed,  the  government  no 
longer  saw  a  need  to  pursue  the  case. 

Bowen  v.  American  Hospital  Association 

Following  the  Second  Circuit's  decision  in  Univer- 
sity Hospital,  the  American  Hospital .  Association 
.amended  its  complaint  in  an  existing^uit,  and  the 
Ameiican  Medical  Association  filed  a  separate  suit, 
to  challenge  the  four  mandatory  components  of  the 
Final  Rule.*"  The  plaintiffs  in  both  suits  asserted 
that  the  Final  Rule  was  beyond  the  authority  of 
HHS  under  section  504.  The  two  suits  were  consoli- 
dated.^«» 

The  district  court,  regarding  the  legal  issues  as 
having  been  settled  by  the  holdings  in  University 
Hospital  concluded  that  the  mandatory  provisions 
of  the  Hnal  Rule  were  "invalid,  unlawful  and  must 
be  set  aside  pursuant  to  the  Admiiiistrative  Proce- 
dure Act,  because  [these  provisions  were]  promul- 
gated without  statutory  authority.""^  The  district 
court  issued  an  extremely  broad  injimction  prohibit- 
ing HHS  from: 

University  Hospital  729  F.2d  at  161.  Circuit  Judge  Ralph 

Winter  dissented.  He  wrote: 

[In  adopting  section  504J  Congre^  was  persuaded  that  a 
handicapped  condition  is  analogous  to  race  and  that,  so  far  as 
the  administration  of  federtu  fmancial  assistance  is  concerned, 
discrimination  on  the  tasis  of  a  handicap  should  be  on 
statutory  par  with  discrimination  on  the  basts  of  race. 

.  .  .A  judgment  not  to  perfoim  certain  surgery  because  a 
persna  is  black  is  not  a  bona  fide  medical  judgmeiit.  So  too,  a 
decision  not  co  correct  a  life  threatening  digestive  problem 
because  an  infant  has  Down's  Syndrome  is  not  a  bona  fide 
medical  judgment. 

Id  at  162. 

Kerr,  Baby  Doe's  Success[i\  Legal  Medical  Legacy  of  Case, 
Newsday,  Dec.  7,  1987,  at  2,  col.  2,  23,  col.  1. 

Additional  plaintiffs  included  the  Hosnital  Association  Df 
New  York  State,  the  Amerljan  College  of  Obstetricians  and 
Gynecolo^ts,  the  Association  of  American  Medical  Colleges, 
the  American  Academy  of  Faniily  Physicians,  and  mdividual 
phys>:cians.  Bowen  v.  Am.  Hosp.  Ass'n,  476  U.S.  610,  613,  n.2 
(1986). 

Bowen,  476  U.S.  at  620. 
"    Am.  Hosp.  A&s'f  v.  Heckler,  585  R  Supp.  541,  542 
(S.D.N.Y.),  aJTd  without  opinion  794  F.2d  676  (2d  Cir.  1984),  qff'd 
sub  nonu  Am.  Hosp.  Ass'n  v.  Bowen,  476  U.S.  610  (1986)  (citation 
omitted). 
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any  further  implementation  of  the  Final  [Rule.  .  .and 
from]  any  other  actions.  .  .to  regulate  treatment  mvolving 
impaired  newborn  mfants  taken  under  authority  of  Section 
504,  inciudmg  currently  pending  mvestigation  and  other 
enforcement  actions,"* 

The  Second  Circuit  summarily  afHrmcd  the  dis- 
trict court  in  an  impublished  opinion.^" 

By  a  vote  of  five  to  three,  the  Supreme  Court  also 
affirmed.  However,  ovly  four  Justices  joined  in  the 
opinion,  making  it  a  nonbinding  plurality,  rather 
than-a  majority,  opinion."*  Justice  Stevens  wrolc 
the  plurality  opinion,  in  which  Justices  Powell, 
Marshall,  ind  Blackmun  joined.  Former  CWef  Jus- 
tice Eurger  concurred  in  the  judgmehr  without  an 
opinion  and  without  explainingTfe  refusal  to  join 
Stevens*  decision.  Justices  White,  O'ConiiOr,  and 
Brennan  dissented,  and  Justice  Rehnquist  took  no 
part  in  the  decision. 

The  plurality  acknowledged  that  section  504 
protects  a  child  with  a  disability  from  discrimination 
solely  by  reason  of  the  person's  disability: 
"Pflandicapped  infants  are  entitled  to  'meaningful 
acosss*  to  medical  services  provided  by  hospitals, 
and.  .  .a  hospital  rule  or  state  policy  denying  or 
limiting  such  access  would  be  subject  to  challenge 
under  Sec  >n  504.""*  However,  noting  that  the  suit 
arose  out  of  a  facial  challenge  to  the  F 'nal  Rule  and 
was  not  an  enforcement  action  in  a  particular  case, 
the  plurality  c;pmion  declined  to  expresj  a  view  on 
whether  section  504  "ever  applies  to  individual 
medictJ  tieatmcnt  decisions  involving  handicapped 
infants,"  thus  refusmg  to  reach  the  central  issue 
decided  by  the  Second  Circuit"* 

Instead,  Justice  Stevens  focused  on  what  the 
plurality  regarded  as  a  lack  of  evidence  in  the 
administrative  record  sufficient  to  support  the  regu- 
lation: "It  is  an  axiom  of  adm'':astrative  law  that  an 
agency's  explanation  of  the  basis  for  its  decision 
must  include  'a  "rational  connection  between  the 
facts  found  and  the  choice  made."*""*  Substantial 
evidence  had  been  assembled  by  HTIS  demonstrat- 
ing widespread  denial  of  treatment  to  children  with 
disabilities^  ^at  Stevens  pointed  out  that  m  the  cases 

476  U.S.     625  n.  U. 
Id.  at  620. 

2"  C/  United  States  V.  Pink,  315  U.S.  203  (1942):  "[T|he  lack  of 
an  agreement  by  a  majority  of  the  Court  on  the  principles  of  law 
prevents  [an  opinion)  from  being  an  authontativc  determination 
for  other  cases."  Id  at  216  (citation  omittrj). 
»♦  Bowen,  476  U.S.  at  624. 
»»  Id. 

Id  at  626,  guotmg  Motor  Vehicle  Mfrs.  Ass'n  v.  Stale  Farm 
Mut,  463  U.S.  29,  43  (1983)  and  Burlington  Tr;:ck  Lines  v. 
United  States,  371  US.  156,  168  (1962). 
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document^,  the  children's  parents  had  agreed  not 
to  give  consent  for  treatment:  "A  hospital's  with- 
holding of  treatment  when  no  parental  consent  ha5> 
been  given  cannot  violate  section  504,  for  without 
the  consent  of  the  parents  or  a  surrogate  decision- 
maker the  infant  is  neither  'otherwise  qualified'  for 
treatment  nor  has  he  been  denied  care  "solely  by 
reason  of  his  handicap.'"*" 

This,  perhaps  the  central  point  in  the  plurality 
opinion,  stimulated  the  U.S.  Commission  on  Civil 
Rights  to  mvite  extensive  testunony  and  undertake 
substantial  research  focusing  on  the  interrelationship 
of  parents  and  physjcians  in  the  making  of  treatment 
deci^Otts.  The  evidence  thus  gathered  has  been 
analyzed  m  chapter  2  of  'lis  report.  In  the  view  of 
the  Commission,  it  provides  convincing  proof  that, 
in  the  words  of  Professor  Ja*  es  Ellis; 

[The  Stevens  plurality  opinion]  misperceives  the  nature  of 
the  process  by  whiw  parents,  in  conjunction  with  their 
doctors,  make  decisions  about  hanuicapped  newborns. 


.  .  .All  of  the  literature  suggests  and  all  of  the  accounts  by 
parents,  including  those  who  testified  before  [the  Commis- 
sion], suggest  that.  .  .it's  one  in  which  parents  look  to 
their  physician  for  infomiation,  seek  guidance  from  their 
physician  and,  although  they  ultimately  have  the  formal 
and  ultimate  decision,  often  that's  shaped  by  what  they're 
told.  And  discrimination  can  take  place  in  what  they're 
:Dld.»« 

In  dissent  in  Bowen,  Justices  White  and  Brennan 
raised  this  very  point: 

[Tlhe  parental  consent  decision  does  not  occur  in  a 
vacuum.  In  fact,  the  doctors  (directly)  and  the  hospital 
(indirectly)  in  most  cases  participate  in  the  formulation  of 
the  final  parentaltdecision  and  in  many  cases  substantially 
influence  that  decision.  Consequently,  discrimination 
against  a  handicapped  infant  may  assume  guises  other  than 
the  outright  refusal  to  treat  once  parental  consent  has  been 
given.  Discrimination  may  occur  when  a  doctor  encour- 
ages or  fails  to  discourage  a  parental  decision  to  refuse 
consent  to  treatment  for  a  handicapped  child  when  the 
doctor  would  discourage  or  actually  oppose  a  parental 
i^ision  to  refuse  consent  to  the  same  treatment  for  a 

Boweru  476  U.S.  at  630.  Since  section  504  applies  only  to 
recipients  of  ^edcral  financial  assistance  and  parents  are  not  such 
recipients,  section  504  does  not  reach  decisions  by  parents 
themselves  to  withhold  consent  for  treatment  sokh  on  the  basis 
of  handicap. 

Protection  of  Handicxipped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civii  Rights  18  (1986)  (vol.  IJ)  (testimony  of 
James  W.  Ellis,  Sch*/Ol  of  Law,  University  of  New  Mexico). 
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nonhandicapped  child.  Or  discrimination  may  occur  when 
a  doctor  makes  a  discriminatory  treatment  recommenda- 
tion that  the  parents  simply  follow.  Alternatively,  discrim- 
ination may  result  from  a  hospital's  explicit  laissez-faire 
attitude  about  this  type  of  discrimination  on  the  part  of 
doctors.*" 

However,  the  plurality  could  not  find  such  rea- 
soning or  evidence  for  it  in  the  administrative 
record:  "The  Secretary.  .  .has  not  even  adumbrated 
a  tK-ory  of  •discrimination*  remotely  resembling  the 
one  invented  by  the  dissent,  and  therefore  has  not 
made  the  essential  connecrion  between  the  evidence 
of  physician  attitudes  and  the  regulatory  choice 
made  here."^^ — 

Because  the  plurality  believed  that  the  administra- 
tive record  then  before  it  supplied  no  basis  for  this 
approach  to  a  justification  of  the  HHS  investigations 
and  regulatory  action,  Justice  Stevens*  plurality 
opinior  ^id  not  reach  the  question  of  what  effect  the 
existence  of  such  an  administrative  record  might 
have  had  on  the  rulmg  in  Bowe/t  It  did,  however, 
briefly  raise  two  potential  objections  to  such  an 
approach. 

"pr]he  dissent's  theory,*'  Justice  Stevens  wrote, 
"rests  on  the  unstated  premise  that  the  statute  may 
prevent  the  giving  of  advice  io  do  something  which 
Section  504  does  not  itself  prohibit.  It  is  hardly 
obvious  that  the  Rehabilitation  Act  of  1973  forbids 
physicians  from  *aiding  and  abetting*  a  parental 
decision  which  parents  admittedly  have  a  right  to 
make.""* 

But  most  civil  rights  la^^s,  when  they  do  n^t  reach 
purely  private  discrimination,  nevertheless  prohibit 
cooperation  with  it  by  the  State  or  by  those  who 
may  be  held  accountable  for  their  use  of  public 
money.  "That  the  Constitution  may  compel  tolera- 
tion of  private  discrimination  in  some  circumstances 
does  not  mean  that  it  requires  stati  support  for  such 
discrimination.****^  Section  504  exists  to  ensure  that 
tax  funds  are  not  used  to  participate  in  or  foster 
discrimination  based  on  handicap.  A  regulation 
dating  lo  1977  includes  in  the  list  of  discriminatory 
actions  prohibited  by  section  504  an  attempt  to 

"»  476  US.  at  658-59  (VTule  &  Brennan,  JJ.,  dissenting). 
>~  let  at  637  n.22  (plurality  opinion). 
»»  Id.  at  636-37  n.22. 

Norwood  V.  Harrison.  413  U.S.  455,  463  (1973). 
>«  45  CF.R.  §84.4(b)(v)  (1987). 

476  U.S.  at  637  n.22. 
>»  Brandenburg  v.  Ohio»  395  U.S.  444,  447  (1969)  (emphasis 
added). 

The  argument  that  there  may  bv  me  c institutional  right  of 
physicians  that  precludes  govemmti  A  action  to  protect  the 


''[a]id  or  perpetuate  discrimination  against  a  quali- 
fied handicapped  person  by  providing  significant 
assistance  to.  .  .[a]  person  thai  discriminates  on  the 
basis  of  handicap  in  providii:g  any  aid,  benefit,  or 
service  to  beneficiaries  of  vhe  [recipient's]  pro- 
gram.'*^^ 

Justice  Stevens'  second  objection  was  based  on 
the  first  amendment.  "[0]ne  might  expect  an  expla- 
nation from  the  Secretary,"  he  wrote,  "as  to  how  the 
hotlines  and  emergency  on-site  inspections  contemp- 
lated by  the  Final  [Rule]  square  with  the  constitu- 
tional doctrines  on  regulation,  direct  or  indirect,  of 
speech  in  general  and  of  decisionmaking  by  health 
care  professionals  in,particular.''*il- 

This  objection  misconceives  the  protections  the 
Constitution  affords  to  freedom  of  speech.  A  physi- 
cian is  protected  by  the  first  j^nendment  in  making 
the  general  claim  that  children  with  disabilities 
ought  to  be  denied  lifesaving  medical  treatment,  just 
as  she  or  he  would  be  in  advocating  in  general  terms 
ihe  violent  overthrow  of  the  government.  But  a 
physician  is  no  more  protected  ui  using  words  to 
bring  about  denial  of  treatment  to  a  particular  ch'ld 
in  violation  of  section  504  than  she  or  he  would  be  m 
using  words  to  inspire  in  a  specific  and  particular 
attempt  to  as-4ssinate  the  President.  "(Tjhe  constitu- 
tional guarantees  of  free  speech  and  free  press  do  not 
permit  a  State  to  forbid  or  proscribe  advocacy 
of.  .  .law  violation  except  where  such  advocacy  is 
directed  to  inciting  c  producing  immin'^^t  lawless 
action  and  is  likely  to  incite  or  produce  such  u  on.'*^^ 
The  exception  is  tailormade  for  circumstances  in 
which  health  care  personnel  urge  the  parents  to  opt 
for  denial  of  lifesaving  medical  treatment  to  a 
particular  otherwise  qualified  child  solely  on  the 
.basis  of  the  child's  handicap."" 

As  the  plurality  recognized,  HHS  independently 
sought  to  justify  the  Final  Rule  on  the  ground  that 
**a  hospital's  failure  to  report  parents'  refusals  to 
consent  to  treatment  violates  Section  504,  and  that 
past  breaches  of  this  kind  justify  federal  over- 
sight."*^ Justice  Stevens  recognized  that  "a  hospi- 
tal's selective  refusal  to  report  medical  neglect  of 

rights  of  children  with  disabilities  to  be  free  of  discrimmatory 
denial  of  medical  treatment  is  laid  to  rest  by  Whalen  v.  Roc,  429 
U.S.  589  (1977).  There,  the  Court  held  that  a  physician's  right  to 
administer  medical  care  is  no  greater  than  the  patient's  right  to 
receive  it— that,  in  eftect,  any  constitutional  rights  physicians 
possess  specifically  in  their  role  ss  physicians  is  only  a  derivative 
one.  Id  at  604,  n.33. 
>"  Boweru  476  U.S.  at  637. 
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handicapped  infants  might  violate  Section  504.  .  .if 
the  hospital  failed  to  report  meuical  neglect  of  a 
handicapped  infant  when  it  would  report  such 
neglect  of  a  simil?T  nonhandicapped  infant."*** 
Nevertheless,  thtj  plurality  considered  that  "the 
Secretary  has  failed  to  point  to  any  specific  evidence 
that  this  has  occurred,"***  and  therefore  concluded 
the  regulation  was  not  adequately  supported  by  the 
administrative  record."® 

The  plurality  opinion  leaves  a  puzzling  gap 
between  the  logic  of  its  analysis  and  the  apparent 
breadth  of  the  plurality's  description  of  the  Court's 
injunction.  Nothing  in  Justice  Stevens'  analysis 
suggests  that  HHS  shouldbe  prevented  from  investi-^ 
gating  instances  in  which  it  is  alleged  tliat  a  recipient 
of  Federal  financial  assistance  is  failing  to  repoit 
medical  neglect  solely  because  the  victim  has  a 
disability,'"  only  that  HHS  had  provided  insufTi- 
cient  evidence  of  the  prevalence  of  disciiminatory 
nonreporting  to  provide  an  administrative  j>istifica- 
tion  for  the  Final  Rule.  Yet,  Justice  Stevens  wrote, 
*'the  injunction  forbids  continuation  or  initiation  of 
regulatory  and  investigative  activity  directed  at 
instances  in  which  parents  have  refused  consent  to 
treatment  .  .  Taken  literally,  that  might  ap- 
pear to  forbid  investigations  of  discriminatory 
nonreporting  b'  a  Federal  financial  assistance  recipi- 

Id  at  637  n.23.  Justice  Stevens  wrote: 
Because  respondents  have  chaliengeo'the  Secretary's  regula- 
tions on  their  'bee,  we  have  no  occasion  to  address  the 
question  whether  infants  with  birth  defects  are  similarly 
situated  with  infants  in  need  of  blood  transfusions  (the 
paradigm  case  in  which  hospitals  have  reported  or  havr 
sought  to  override  parentai  decisions.  .  ,}  or  whether  a 
hospital  could  legitimately  distinguish  between  the  two 
situations  on  the  basis  of  the  different  risks  and  benefits 
inhering  in  certain  operations  to  conect  birth  defects,  on  the 
one  hand,  and  blood  transfusions,  on  the  other  hand. 
J2  at  637-38  n.23.  Naturally,  li  consent  for  treatment  is  withheld, 
not  because  there  is  a  preference  thai  the  child  die,  but  because 
the  risks  to  the  child's  life  from  the  treatment  appear  to  outweigh 
the  chance  that  the  treatment  would  be  successful  in  preserving 
the  child' life,  ♦here  is  no  violation  of  section  504. 
Bowsu  476  U.S.  at  637-38. 

The  plurality  also  regarded  as  uiyustified  HHS  directives  to 
State  child  piX)tectivc  services  agencies  that  r'K:eive  Federal 
financial  assistance  concerning  the  manner  in  which  they  should 
process  reports  of  medical  neglect  of  children  'With  disabilities  and 
the  priority  tfr/v  shotild  ^ve  to  t'  ^m: 

The  Final  Ruie  also  ordcr[s]  state  agencies  to  "immedi- 
atepy]"  review  reports  from  hospitals,  §84.55(cXlXuO»  to 
conduct  "on-site  investiga»ion[s],"  id,  and  to  take  legal 
action  ''to  compel  the  provision  of  necessary  nourishment 
and  medical  treatment,"  y84.55(cXi)0v)— all  without  regard 
to  Jie  pnx^tidures  followed  by  state  agencies  in  handling 
complaints  filed  on  behalf  of  nonhandicap^'  i  infants.  «  .  . 

The  complaint-handling  process  the  Secretary  would 
impose  on  unwilling  state  agencies  is  totally  foreign  to  the 
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ent,  nonreporting  that,  of  course,  could  only  become 
an  issue  when  parents  have  at  least  nominally 
refused  consent.*** 

Because  there  was  no  binding  majority  opinion, 
and  because  the  plurality  opinion  is  ambiguous,  it 
might  be  appropriate  for  the  Department  of  Health 
and  Human  Sei  vices  to  act  to  enforce  section  504  in 
a  well-documented  instance  of  discriminatory  failure 
to  report  as  a  way  of  ultimately  obtaining  clarifica- 
tion or  adjustment  from  the  Court. 

Enforcement  of  section  504  is  contingent,  of 
course,  on  receipt  of  Federal  financial  assistance  by 
the  source  of  alleged  discrimination.  JiLthe  plurality 
opinion,  Justice  Stevens  wrote:  "We  do  not  address 
the  questiv)n  whether  reporting,  either  as  a  hospital 
practice  or  as  u  requirement  of  state  law,  constitutes 
a  'program  or  activity  receiving  Federal  financial 
assistance'  imder  Section  504.'  The  Commission 
concludes  that  passage  of  the  Civil  Rights  Restora- 
tion Act  eliminates  this  concern,  since  it  defines 
"program  or  activity"  under  section  504  as  including 
"all  of  the  operations  of.  .  ,an  entire  corporation, 
partnership,  or  other  private  organization.  .  .which 
is  principally  engaged  in  the  business  of  provid- 
ing. .  .health  care.  .  .        If  a  hospita'  engages  in 

Authority  to  prevent  discnniination  conferred  on  him  by 
'iection  504.  .  .  . 

.  .  .Even  if  a  state  agency  was  scrupulously  impartial  as 
between  the  protection  it  offered  handicapped  and  nonhandi- 
capp^  infants,  it  could  still  be  deiiied  federal  funding  for 
failing  to  carry  out  the  Secretary's  mission  with  sufficient 
zeal. 
Id  at  639^1. 

">   But  see  test  accompanying  note  134,  infra, 

>«  Bowen,  476  U.S.  at  625,  n.ll. 

The  dissent  took  note  of  this  point: 
The  pluraUty  apparently  would  enjoin  all  enforcement 
actions  by  the  Secretary  in  situations  in  which  parents  have 
refused  to  cc^sent  to  treatment.  .  .  .Yet  it  is  not  clear  to  me 
that  the  pJuraUty's  basis  for  iaviilidating  these  regulations 
wou^d  extend  to  all  such  aituations.  2  not  see,  for  example, 
why  the  plurality's  finding  that  the  bc^^retary  did  not 
adequately  support  his  conclusion  that  failures  to  report 
refusals  to  treat  jkely  result  from  discrimination  means  that 
such  a  conclusion  will  «>ivr  be  just  fied.  The  Secretary  might 
be  able  to  prove  that  a  particular  hojpital  generally  fails  to 
report  contreatment  of  handicapped  babies  for  a  specific 
treatment  where  it  reports  nonlreatment  of  nonhandicapped 
babies  for  the  same  treatment  .  .  .The  fact  that  the  secre- 
tary has  not  adequately  justified  generalized  ac^?on  under  the 
regulations  should  not  mean  that  individualized  action  in 
appropriate  circumstances  is  precluded. 

Id  at  2132  (White  &  Brcnnan,  JJ.,  dissenting). 

"»  Id  at  2119  n.Z\  .  ^ 

Pub.  L.  No.  100-259,  §4,  102  Stat.  29  (1988),  codified  at  29 

U.S.C  §793(bK3XAKiO  <Supp.  2.  July  198»l 
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reporting  cases  of  medical  neglect  to  the  State  child 
protective  services  agency,  that  is  part  of  the 
operations  of  a  corporation  that  principally  provides 
health  care;  if  any  part  of  the  hospital  receives 
medicaid  or  medicare,  discriminaticn  based  on  hand- 
icap in  the  reporting  operation,  therefore,  violates 
s^tion  504. 

Importmice  of  Se^^*    504  Enforcement 

Although  there  is  t  -<*iner  basis  for  Federal  en- 
forcement of  the  right  to  ireatment  of  children  bom 
with  (lisabuties— the  Child  Abuse  Amendments  of 
1984,"*  which  are  described  in  the  next  chapter- 
enforcement  of  section ^504  would  provide  certain 
advantages  not  present  in  the.  Child  Abuse  Amend- 
ments alone.  For  one,  section  504  reaches  medical 
discrimination  agamst  people  with  disabilities  of  any 
age;  unlike  the  Child  Abuse  Amendments,  its  cover- 
age is  not  limited  to  children.  For  another,  the  Child 
Abuse  Amendments  apply  only  to  States  that  choose 
to  accept  Federal  funding  for  their  child  abuse 
programs:**^  In  fiscal  year  1988,  four  States- 
including  California,  the  Nation's  most  populous— 
were  not  covered  by  the  amendments.*"  Even  in 
the  other  States,  there  are  a  number  of  ways  in 
which  the  amendment*?  are  inferior  to  section  504  in 
protecting  against  medical  discrimination.  As  James 
Bopp,  Jr.,  a  member  of  the  Presidents  Commission 
on  Mental  Retardation  and  the  director  of  a  legal 
services  program  specializing  in  denial  of  medical 
treatment  to  people  with  disabilities,  testified: 

|T]he  remedies  available  in  S^tion  504  are  sup>erior.  The 
Child  Abujt  Amendments  of  1984  require,  at  the  pam  of 
Joss  of  Fedensl  funck.  State  child  protective  service 
Agencies  to  iyt^t*  That  is  quite  'Jn  contrast  with  the 
application  of  Secdon  504,  which  provides  a  subitantive 
law  standard  for  the  entities  that  are  discriminating  against 
persons  with  (disabilities  in  the  delivery  of  medical  care, 
which  are  hospitals  and  hospital  employees  and  others 
who  are  recipients  of  Federal  financial  assistance.  So  the 
Child  Abuse  Amendments  are  quite  indirect  in  their  ability 
to  influeace  the  disci  Imination  that  is  occurring  within 
hospitd!s. 


>»•  Pub.  L.  No.  9M57,  tit  1,  §§121-28,  98  Stai.  1749,  1752-55 
(codified  at  42  U.S.CA.  §§  5101-5103  (West  Supp.  1988)). 

Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  35  (J986)  (vol.  U)  (tcatimony  of 
James  W.  Ellis,  School  of  Law,  University  of  New  Mexico). 
Accord,  iaL  at  159  (testimony  of  James  Bopp,  Jr.,  President, 
National  Legal  Center  for  the  Medically  Dependent  and  Dis- 
abled). 

i»  Telephone  interview  with  Mary  McKough,  Program  Ana- 
lyst, National  Center  for  Child  Abuse  and  Neglcc,  Department 


Second,  section  504  provides  for  private  remedies, 
remedies  where  a  child  who  is  denied  treatment  can  go  to 
Federal  court  and  insist  upon  treatment  if  a  hospital  would 
deny  treatment  or,  second,  may  seek  damages  to  compen- 
sate him  for  his  injuries. 

Third,  actions  by  State  child  abuse  and  neglect  agencies 
only  occur  on  a  case-by-case  basis.  Section  504,  in 
contrast,  can  be  the  subject  of  a  class  action.  .  .  .The 
Child  Abuse  Amendments  only  would  involve  a  case-by- 
case  prptection  of  then-alive  infants  that  are  denied 
treatment,  whereas  under  section  504  you  can  get  injunc- 
tive relief  to  prohibit  the  hospital  from  using  this  form  of 
criteria  and  protect  all  future  infants."® 

The  Commission  heard  revealing  testimony  from 
pediatric  neurologist  Dr.  Patricia  Ellison  concerning 
the  comparative  effect  of  the  section  504  regulations 
and  those  up  '-^r  the  Child  Abuse  Amendments  of 
1984.  When  l::^  section  504  rules  were  issued,  she 
said,  discussions  about  stopping  lifesaving  treatment 
in  the  neonatal  intensive  care  unit  "promptly 
ceased."  Because  physicians  feared  getting  into 
trouble,  'They  treat[ed],  and  they  continue[d]  to 
treat"  By  contrast,  under  the  Child  Abase  Amend- 
ments, because  physicians  have  "long  worked  with 
people  in  child  abuse[,].  .  .we  would  be  surprised  if 
it  were  an  overwhelmingly  interfering  sys- 
tem. .  .and  one  doesn*t  expect  that  they  will  be 
doing  a  lot  of  newborn  investigation  by  and 
large."»« 

It  creates  a  stange  anomaly  for  the  Federal 
Government  to  mandate  tl^at  State  agencies  enforce 
detailed  national  standards  that  forbid  medical  dis- 
crimination, while  permitting  Federal  funds  to  be 
used  for  programs  that  are  engaged  in  the  same 
discrimination.  The  Federal  Government  enforces 
racia^.  and  sexual  antidiscrimination  standards  for 
recipients  of  its  funds;  it  should  do  the  same  to 
prevent  medical  discrimination  against  persons  with 
disabilities. 

Conclusion 

The  Commission's  reading  of  the  legislative  histo- 
ry and  plain  meaning  of  section  504  persuade-  it  that 

of  Health  and  Human  Services  (Dec.  2»  1988).  Ohio  received 
funds  in  prior  fiscal  years,  but  was  denied  FY  1988  funds  for 
reasons  unrelated  to  the  Baby  Doe  requirements.  Id 

Protection  of  Handicapped  NeY*l)oms:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  162  (1986)  (vol.  11)  (testimony 
of  James  Bopp,  Jr.,  President,  Natioiial  LceM  Center  for  the 
MedicaUy  Dependent  and  Disabled). 

Id  at  240-41  (testimony  of  Patricia  Ellison,  M.D.).  Dn 
Owens  concurred.  Id  at  241  (testimony  of  Walter  Owens,  M.D., 
Bloomington  OStetrics  and  GjTiecology,  Inc.). 
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the  provision  does  cover  discriminatory  denial  of 
medical  treatme^v  to  people  with  disabilities.  A 
central  problem  with  the  Bowen  plurality  opinion  is 
that  it  suggests  that  section  504  puts  no  constramts 
on  a  Federal  financial  assistance  recipient's  discrimi- 
natory denial  of  treatment  to  a  person  with  a 
disability  if  the  denial  is  authorized  by  a  nonrecipient 
such  as  a  parent  who,  as  a  surrogate  decisionmaker 
for  a  child  with  a  disability,  normally  has  the  legal 
authority  to  provide  or  withhold  consent  for  the 
child's  medical  treatment.  (The  logic  of  the  plurality 
opinion  implies  equally  to  such  authorizations  by 
other  surrogate  decisionmakers,  such  as  a  gxiardian 
for^a.person  witha-disability  who  is  not  competent 
to  make  health  care  decisions.  The  position  taken  by 
the  plurality  thus  puts  at  risk  net  only  children,  but 
also  older  people  with  disabilities.)  In  the  view  of 
the  Commission,  a  recipient  of  Federal  financial 
assistance  should  not  be  able  to  escape  the  require- 
ments of  section  504  simply  by  persuading  or 
encouraging  a  nonrecipient  to  authorize  what,  but 
for  the  nonrecipient's  involvement,  would  be  prohi- 
bited discriroination.  A  recipient's  substantial  in- 
volvenient  in  a  nonrecipient's  discriminatory  prac- 
tices should  be  held  to  violate  section  504. 

The  Commission  docs  not  consider  that  this  course  of  action 
would  violate  the  decision  of  the  Supreme  Court  in  Boweru  Fiwt, 
the  analysis  in  the  plurality  opinion  depends  almost  entirely  on  the 
nature  of  the  administrative  record  dien  before  the  Court.  This 
report,  by  supplying  information  missing  from  that  record, 
provides  a  basis  for  reopening  many  of  ihe  questions  plurality 
resolved  against  HHS.  Second,  this  report  provides  a  basis  for 
concluding  that  the  "decisions"  by  many  parents  to  deny 


The  Commission's  hearings  and  research  summa- 
rized in  chapter  2  supply  information  related  to  the 
issue  that  the  Court  considered  not  to  have  been 
satisfactorily  addressed  in  the  administrative  record 
at  the  time  Bowen  was  decided.  Chapter  2  demon- 
strates that  decisions  nominally  made  by  parents  to 
deny  treatment  to  children  with  disabilities  often 
may,  in  fact,  be  generated  by  health  care  personnel 
who  act  as  the  agents  of  health  care  facilities.  In 
such  cases,  health  care  providers  who  do  not 
provide  lifesavmg  medical  treatment  to  children 
with  disabilities  that  would  be  provided  were  it  not 
for  the  disabilities  should  be  held  jo  violate  section 
504  despite  parental  acquiescence  in  the  treatment 
denial. 

In  light  of  this,  and  in  light  of  the  advantages  of 
section  504  for  addressing  denials  of  treatment,  the 
Commission  recommends  that  the  Executive  branch 
give  careful  consideration  to  resuming  investigation 
of  allegations  that  children  with  disabilities  are 
discriminatorily  denied  medical  treatment  based  on 
handicap  and  initiate  enforcement  of  section  504  in 
cases  in  which  the  allegations  are  found  to  be 
justified."* 

treatment  are  not  truly  the  product  of  informed  consent;  hence,  it 
is  questionable  that  they  offer  a  legally  valid  or  binding  consent. 
Since  the  injunction  bars  investigation  only  of  cases  *'in  which 
parents  have  refused  consent  to  treatment,"  Bowen,  476  U.S.  at 
625  n.ll,  investigations  of  instances  in  which  it  is  suspected  that 
parents  have  not  given  a  legally  binding  consent  to  denial  of 
treatment  are  not  enjoined. 
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Ciu^ter  7 

The  Child  Abuse  Amendments  of  1984 


While  HHS  was  respondmg  to  the  public  ftiror 
aroused  by  the  Bloomington  Infaut  Doe  case  by 
issuing  its  Notice  to  Health  Care  Providers  and, 
later,  the  first  version  of  the  section  504  Baby  Doe 
regulations/  Members  of  Congress  were  also 
reacting.*  On  May  26,  1982,  Representative  John 
Erlenbom  introduced  a  bill  to  prevent  denial  of 
treatment  to  children  with  disabilities— a  bill  that,  in 
substantially  modified  form,  eventually  became  the 
Child  Abuse  Amendments  of  1984.^  The  bill  was 
designed  to  create  a  private  right  of  action  agauist 
any  person  using  the  facilities  of  a  health  care 
facility  who  sought  to  "deprive  a  handicapped  infant 
of  nutrition  which  is  necessary  to  sustain  life,  or 
deprive  a  handicapped  infant  of  medical  treatment 
which  is  necessary  to  remedy  or  ameliorate  a  life- 
threatening  medical  condition,  if.  .  .any  such  depri- 
vation is  carried  out  frr  the  purpose  of  causmg  or 
allowing  the  death  of  such  infant;  and.  .  .such 
nutrition  or  medical  treatment  generally  is  provided 
to  similarly  situated  infants  and  handicapped  in- 
fants."* 

The  bill  was  not  acted  upon  in  1982,  but,  on 
March  3,  1933,  a  significantly  altered  version  was 
introduced  by  Representative  Austin  Murphy, 
Chairman  of  the  House  Select  Education  Subcom- 

^  See  chap.  6. 

•  See,  eg,,  Newborn  Baby  Starves  to  Death  in  Bloomington, 
Indiana,  128  Cong.  Rcc.  7143-44  (1982)  (statement  of  Representa- 
tive Hyde);  A  Question  of  "Equal  Justice  Under  Law, 128  Cong. 
Rec.  12171-72  (i982)  (statement  of  Representative  Erlenbom). 

•  Pub.  L.  No.  9M57,  tit.  1,  §§121-28,  98  Stat  1749,  1752-55, 
codmcd  at  42  U.S.CA.  §§5101-5103  (West  Supp.  1988). 

«  H.R.  6492,  97th  Cong.,  2d  Sess.,  sec.  3,  §202  (1982). 

•  H.R,  1904,  98th  Cong.,  1st  Sess,  (1983). 

*  *  Hus  act  established  a  program  of  Federal  financial  assistance  to 
State  agencies  for  the  ideriwication,  prevention,  and  treatment  of 


mittee.  Representative  John  Erlenbom,  the  ranking 
minority  member  of  the  House  Education  and  Labor 
Committee,  and  a  number  of  other  cosponsors.' 
This  bill  would  have  required  States  receiving  funds 
under  the  Child  Abuse  Prevention  and  Treatment 
Act*  to  establish  "procedures.  .  .to  be  followed  by 
child  protective  service  agencies,  health  care  facili- 
ties, health  and  allied  medical  professionals,  such 
other  agencies  or  mdividuals  as  a  State  may  deem 
appropriate,  social  service  providers,  and  courts  of 
competent  jurisdiction,  to  msure  that  nutrition  (m- 
cludin^  fluid  maintenance),  medically  indicated 
treatment,  general  care,  and  appropriate  social  ser- 
vices are  provided  to  infants  at  risk  with  life-threat- 
ening congenital  impairments."^ 

The  House  committee  reported  an  amended  ver- 
sion of  the  bill  on  May  16, 1983.  Under  this  version, 
as  described  by  the  House  committee  report,  the 
Secretary  of  Health  and  Humj?  Services  was  to 
conduct  a  study  of  the  incidence  of  denial  of 
treatment  and  then: 

[to]  promulgate  guidelines  to  encourage  and  assist  the 
States  in  establishing  local  health  care  review  mechanisms 
for  healt  and  allied  professionals  and  facilities  that 
provide  care  to  those  at  risk  infants.  These  local  review 
mechanisms  would  include  medical  professionals,  disabili- 
ty representatives,  and  persons  concerned  with  the  rights 

child  abuse  and  neglect  It  also  created  the  Natiom^  Center  on 
Child  Abuse  and  Negleci  to  facilitate  the  gathering  and  dissemi- 
nation of  information  on  child  abuse,  as  well  as  to  keep  records  on 
the  incidence  of  child  abuse.  The  underlying  act  vas  amended 
and  extended  several  times.  Pub.  L.  No.  93-247, 88  Stat  4  (1974), 
codified  at  42  U.S.CA,  §§5101-5106  (West  1983  &  Supr  1988). 
See  /<£  §5101  note  (West  1983  &  Supp.  1988)  for  citations  to  other 
amending  legislation* 

'  H.R.  1904,  98th  Cong.,  1st  Sess.  sec.  103(aX3)  (1983). 
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of  the  infants.  The  review  mechanism  would  proviJe 
special  conidderation  of  the  uniqueness  of  each  case  while 
the  child  was  beug  cared  for,  and  would  not  prevent 
either  the  parents  or  health  care  professionals  or  others  on 
the  review  mechanism  from  utilizing  other  procedures  to 
appeal  any  findings  and  conclusions.  In  a  case  where  the 
parents,  attending  physicians  and  review  mechanism  cor- 
cur  to  not  treat  an  infant,  an  automatic  refen  ul  of  the  case 
shall  be  made  to  a  child  protection  agency  to  assure  that 
the  decision  was  made  on  medical  considerations  and  not 
solely  based  on  other  considerations  such  as  the  future 
quality  of  life  or  future  disabling  conditions.* 

In  an  effort  to  satisfy  objections  from  medical 
organizations,  the  principal  sponsors  and  committee 
staff  prepared  amendments  to  the  legislation  after  it 
was  reported  toldelcte  the  HHS  incidence  study,  to 
make  the  "local-  review  mechanisms"  optional  for 
each  hospital,  and  to  allow  the  required  procedures 
to  be  incorporated  into  existing  State  child  protec- 
tive services  procedures.*  Nevertheless,  medical 
organizations  lobbied  against  the  bill,"  and  the 
Waxman-Chandler  amendment  was  proposed  on  the 
House  floor  "to  eliminate  the  cunent  Baby  Doe 
provisions  from  the  bill  and  to  provide  mstead  for 
local  review  committees  to  advise  families  and 
physicians  on  a  case-by-case  bt^sis.""  This  amend- 
ment was  defeated  by  a  vote  of  231  to  182,  with  20 
not  voting.** 

On  September  28,  1983,  the  Senate  Committee  on 
Labor  and  Human  Resources  reported  its  version  of 
the  legislation.  The  conunittee  report  stated  that  the 
problems  required  "greater  scrutiny  and  remedial 
action.""  Declaring  that  there  was  a  "sufficient 
body  of  evidence"  indicating  that  infants  with 
disabilities  were  beirg  denied  treatment,"  it  stated. 


•  H.R.  Rep.  Na  159.  98th  Cong.,  1st  Scss.  2-3  (1983). 
»  Murphy,  Committee  Explanation  of  the  Child  Abuse  Reauthor- 
ization, H.R.  1904  (undated)  (letter  to  colleagues  circulated 
shortly  before  House  floor  debate)  (available  in  files  of  U.S. 
Commission  on  Civil  Rights).  See  also  130  Cong.  Rec.  1433 
(1984). 

"  5«  Letter  to  Members  of  Congress  from  American  Academy 
of  Pediatrics,  American  Association  of  Medical  Colleges,  Ameri- 
can Psychiatric  Association,  National  Association  of  Children's 
Hospitals  and  Related  Institutions,  American  Academy  of  Family 
Physidans,  American  Medical  Association,  American  Hospital 
Association,  Federation  of  American  Hospitals,  and  American 
College  of  Obstetricians  and  Gynecologists  (Nov.  4,  1983);  letter 
to  Members  of  Congress  from  American  College  of  Obstetricians 
and  Gynecologists  (Nov.  7,  1983);  Letter  to  Members  of  Congress 
from  An^  Ttcan  Hospital  Association  (Jan.  31,  1984)  (available  in 
files  of  U.S.  Commission  on  Civil  Rights). 
"  Letter  to  Colleagues  from  Reps.  Henry  Waxman,  John 
Dingell,  Rod  Chandler,  James  Quillen,  and  J.  Roy  Rowland 
(Nov.  14,  1983)  (available  in  files  of  U.S.  Commission  on  Civil 
Rights). 
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"this  practice  is  not  isolated  to  one  or  two  in- 
stances,"" The  Senate  committee  bill  would  have 
established  an  advisory  committee  to  the  Secretary 
of  Health  and  Human  Services  to  "conduct  a 
comprehensive  study  of  decision  making  procedures 
in  health  care  facilities  that  involve  the  medical 
management  of  seriously  ill  handicapped  infants."" 
The  advisory  committee  was  to  complete  its  study  in 
6  month's,  after  which  the  Secretary  could  issue 
regulations  "concerning  the  establishment  .of  local 
decision-making  procedures  with  regard  to  seriously 
ill  handicapped  infants  which  procedures  will  at  a 
minimum  guarantee  that  each  health  care  facility 
udll  provide  such  infants  proper  feeding  and  appro- 
priate medications  for  ^lin  and  sedation,"  regula- 
tions that  the  hospitals  would  have  to  follow  or  lose 
Federal  financial  assistance." 

Disability  rights  groups  considered  the  Senate 
committee  version  unacceptable  because  it  failed  to 
provide  what  they  considered  adequate  guarantees 
for  treatment  and  because  of  its  reliance  on  internal 
hospital  self-policing.  After  these  views  were  made 
widely  known,  six  Senators  whose  views  spanned 
the  ideological  spectrum  (Orrin  Hatch,  Christopher 
Dodd,  Jeremiah  Denton,  Alan  Cranston,  Don  Nick- 
les,  and  Nancy  Kassebaum)  and  their  staffs  encour- 
aged representatives  of  the  interest  groups  involved 
to  negotiate  a  compromise  amendment.  Thomas 
Nickels,  legislative  director  and  counsel  to  the 
American  Nurses  Association,  told  the  Commission: 
"[I]t  seemed  to  us  [that]  we  perceived  very  cleariy 
that  there  was  a  mood  in  the  Congress  that  there 
should  be  some  process  by  which  reporting  could 

"   130  Cong.  Rec.  1442-43  (1984). 

"  S.  Rep.  No.  246. 98th  Cong.,  .1st  Sess.  1 1,  reprinted  in  1984  U.S. 
Code  Cong.  &  Admin.  News  2918,  2928. 
"  Id 

»  Id  at  16.  1984  U.S.  Code  Cong.  &  Admin.  News  at  2933. 
"  Id  at  16.  1984  U.S.  Code  Cong.  &  Admin.  News  at  2933. 
"  Id  at  17,  1984  U.S.  Code  Cong.  &  Admin  News  at  2934. 
"  InJerview  \vith  Thomas  Nemey.  disabil?;y  rights  group 
representative  present  at  the  negotiations  (Sept.  19.  1988).  Staff 
from  the  office  of  Sen.  Edward  Kennedy  'vere  also  involved  in 
the  negotiations.  Id  Gary  J.  Cams  .  former  Legisiative  Director 
of  the  House  Select  Subcommittee  on  Education  of  the  Commit- 
tee on  Education  and  Labor,  told  the  Commission:  **[A]  number 
of  Democrats  and  Republicans  on  both  sides.  .  .felt  that  this  was 
a  civil  rights  matter  that  should  be  addresser*  And  when  all  the 
groups  finally  saw  that  the  Democrats  and  Republicans.  .  .were 
going  to  act  on  something,  they  got  involved."  Protection  of 
Handicapped  Newborns:  Hearing  Be/ore  the  United  States  Commis- 
sion on  Civil  Rights  234  (1985)  (vol.  I). 
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occur.  .  .  .We  got  involved  because  we  wanted  to 
have  a  say  in  how  that  process  worked.  .  . 

A  precedent  existed  for  negotiations  among  medi- 
cal and  disability  rights  groups  in  connection  with 
the  Baby  Doe  issue.  In  1983,  under  the  auspices  of 
the  Office  for  Special  Education  and  Rehabilitative 
Services  in  the  Department  of  Education,^  disabili- 
ty rights  and  medical  groups  negotiated  a  set  of 
"Principles  of  Treatment  of  Disabled  Infants."  The 
document  was  signed  on  November  29, 1983,  after  7 
months  of  discussions.  With  respect  to  medical  care, 
it  provided: 


When  medical  care  is  clearly  beneficial,  it  should  always 
be  provided.  When  appropriate  medical  care  is  not 
available,  arrangements  should  be  made  to  transfer  the 
infant  to  an  appropriate  medical  facility.  Considerationts] 
such  as  anticipated  or  actual  limited  potential  of  an 
individual  and  present  or  future  lack  of  available  commu- 
nity resources  are  irrelevant  and  must  not  determine  the 
decisions  concerning  medical  care.  The  individual's  medi- 
cal condition  should  be  the  sole  focus  of  the  decision. 
These  are    jry  strict  standards. 


It  is  ethically  and  legally  justified  to  withhold  medical 
or  surgical  procedures  which  are  clearly  futile  and  will 
only  prolong  the  act  of  dying.  However,  supportive  care 
should  be  provided,  including  sustenance  as  medically 
indicated  and  relief  of  pain  and  suffering.  The  needs  of  the 
dying  person  should  be  respected.  The  family  also  should 
be  supported  in  its  grieving. 


"  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  57  (vol.  I)  (1985).  Dr.  James 
Strain,  past  president  of  the  American  Academy  of  Pediatrics, 
testified:  **I  think  we  became  aware,  as  the  discussion  went  on, 
that  there  was  a  growing  need  to  heve  something  in  place.  We 
weren't  terribly  enthusiastic  about  this  to  begin  with,  frankly.  But 
when  it  became  apparent  that  there  was  a  good  deal  of 
concern.  ,  ^lw]e  felt  it  was  ^tter  to  get  in  and  make  our 
suggestions  to  try  to  develop  a  law  that  would  be  workable."  H 
at  56. 

^  Interview  with  Thomas  Nemey,  former  expert  consultant, 
Office  for  Special  Education  and  Rehabilitadon  Services,  U.S. 
Department  of  Education  (Sept  19,  1988). 
"  Joint  Policy  Statement:  Principles  of  Treatment  of  Disabled 
Infants.  73  Pediatrics  559  (1984)  [hereinafter  Principles  cf  Treat- 
ment\  The  signatories  were  the  Association  for  Retarded  Citi- 
zens, the  National  Downs  Syndrome  Congress,  the  American 
Coalition  of  Citizens  with  Disabilities,  Inc.,  the  Association  for 
Persons  with  Severe  Handicap,  thle  American  Association  on 
Mental  Deficiency  (now  the  American  Association  on  Mental 
Retardation),  the  American  Association  of  University  Affiliated 
Programs,  Persons  with  Developmental  Disabilnics,  the  Spina 
Bifida  Association  of  America,  the  National  Association  of 
Children's  Hospitals  and  Related  Institutions,  Inc.,  and  the 
Amerisan  Academy  of  Pcd  s. 

»*  Among  groups  represehicd  at  one  time  or  another  m  the 
negotutions  Arere  the  American  Medical  Association  (which 


In  cases  where  it  is  uncertain  whether  medical  treatment 
will  be  beneficial,  a  person's  disability  must  not  be  the  basis 
for  d  decision  to  withhold  treatment.  At  all  times  during 
the  process  when  decisions  are  being  made  about  the 
benefit  or  futility  of  medical  treatment,  tiic  person  should 
be  cared  for  in  the  medically  most  appropriate  ways. 
When  doubt  exists  at  any  time  about  whether  to  treat,  a 
presumption  always  should  be  in  favor  of  treatment.'* 

These  principles  were  to  be  referred  to  frequently 
in  the  negotiations  over  the  Child  Abuse  Amend- 
ments. Those  negotiations  were  lengthy  and  in- 
tense." They  eventually  produced  an  agreement 
that  was  announced  in  the  Congressional  Record  on 
June  29r'1984rin  the  form  of  proposed  statutory 
language  and  a  "Joint  Explanatory  Statement"  by 
the  principal  sponsors  of  the  compromise  amend- 
ment." TTiis  statement  was  to  serve  the  legislative 
history  function  of  a  committee  report. 

The  Senate  passed  the  compromise  amendment  on 
July  26, 1984,  by  voice  vote  and  the  amended  bill  by 
a  vote  of  89-6.«*  On  September  19,  1984,  the 
conference  committee  reported  an  agreed  bill  that 
essentially  incorporated  the  Senate-passed  compro- 
mise version.  Furthermore,  the  conference  commit- 
tee report  included  most  of  the  Principal  Sponsors' 
Statement."  The  conference  committee  version  was 
adopted  by  tiie  House  on  Septembvjr  26  and  by  the 
Senate  on  September  28."  The  President  signed  it 
into  law  on  October  9,  1984.^^ 

ultimately  actively  opposed  the  compromise),  the  American 
Hospiial  Association,  the  American  Academy  of  Pediatrics,  the 
American  Nurses  Association,  the  National  Association  of  Chil- 
dren's Hospitals  pjid  Related  Institutions,  the  American  College 
of  Obstetricians  and  Gynecologists,  the  Nurse's  Association  o(  the 
American  College  of  Obstetricians  and  Gynecologists,  the  Ameri- 
can College  of  Physicians,  the  California  Association  of  Chil- 
dren's Hospitals,  the  Catliolic  Health  Association,  the  National 
Right  to  Life  Committee,  the  American  Life  Lobby  (which 
ultimately  actively  opposed  the  compromise),  the.  Christian 
Action  Council,  the  Association  for  Retarded  Citizens  of  the 
United  States,  the  American  Association  on  Mental  Deficiency, 
Vhe  Spina  Bifida  Association  of  America,  the  Down's  Syndroirje 
Congress,  People  First  of  Nebraska,  the  Association  for  Persons 
with  Severe  Handicaps,  the  Disability  Rights  Center,  and  Opera- 
tion Real  Rigiits. 

»  130  Cong.  Rcc.  S8951  (daily  ed.  June  29,  1984)  fhcreinafter 
Principal  Sponsors'  Statement].  See  also  Association  for  Retarded 
Citizens  of  the  United  States,  Compromise  Reached  on  "Baby 
Doc"  Legislation,  Press  Release  (July  2, 1984)  (available  in  files  of 
U.S.  Commission  on  Civil  Rights). 

«   130  Cong.  Rec.  S9307.  S9328  (daily  ed.  July  26,  1984). 

H.R,  Conf.  Rep.  No.  1038,  98th  Cong.,  2nd  Scss.  40  (1984), 
reprinted  in  1984  U.S.  Code  Cong,  &  Admin.  News  2947,  2969- 
[hereinafter  Principal  Sponsors'  Statement]. 
"   1984  U.S.  Code  Cong.  &  Admin.  News  2918. 
«  98  Stat.  1749  (1984). 
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Under  the  law,  the  Department  of  Heal>h  and 
Human  Services  was  obligated  to  promulgate  regu- 
lations to  implement  the  act  and  to  publish  model 
guidelines  for  hospital-based  infant  care  review 
committees."  These  committees  are  voluntary 
under  the  1984  amendments,  as  are  the  guidelines 
suggested  for  them.**  A  proposed  implementing 
regulation  was  published  by  HHS  on  Df^cember  10, 
1984.'®  In  excess  of  1 16,000  comments,  most  of  them 
favorable,  were  received  on  the  proposed  regula- 
tion." 

On  April  15,  1985,  the  HHS  promulgated  the 
Final  Rule.  In  addition  to  the  regulation  itself,  HHS 
published  jio.  appejidix  containmg  "Interpretative 
GuideJlnes."  The  Interpretative  Guidelines  were  in 
large  part  derived  from  part  of  the  proposed 
regulation.  In  response  to  critical  comments  from 
medical  organizations,  HHS  decided  te  remove  the 
clarifying  definitions  from  the  final  regulation  itself 
However,  becauiie  HHS  continued  "to  believe  that 
guidance  relating  to  interpretations  of  key 
terms.  .  .will  aid  in  elfective  implementation  of  the 
statute  (a  belief  shared  by  many  commenters),"  it 
incorpor*ed  its  understanding  of  chem  into  the 
appendix."  HHS  wrote: 

In  publishing  these  interpretative  guidelines,  the  Depart- 
ment is  not  seeking  to  establish  them  as  binding  n-'cs  of 
'aw,  nor  to  prejudge  the  exercise  of  reasonable  tne^Jico! 
judgment  in  responding  to  specific  circumstances.  Rather, 
this  guidance  is  intended  to  assist  in  interpreting  the 
statutory  definHion  so  that  it  may  be  efTectively  and 
rationally  appr.ed  in  specific  cases  so  as  to  fully  effectuate 
the  statutory  purpose  of  protecting  disabled  infants." 

Thus,  the  Interpretative  Guidelines  give  "all  parties 
the  benefits  of  very  relevant  interpretations  of  the 
statute  by  the  agency  charged  with  its  implementa- 
tion."'* 

*•  Child  Abuse  Amendments  of  1984,  42  U.S.C.A.  §5103  note 
(West  Supp.  1988). 

See  chap,  11  for  a  detailed  consideration  of  the  HHS  model 
guidelines  for  infant  care  review  committees  issued  in  accorduncc 
with  the  amendments. 

"  Child  Abuse  and  Neglect  Prevention  and  Treatment  Program, 

49  Fed.  Reg.  48160  (1984)  (to  be  codified  at  45  C.RR.  pt.  1340) 
(proposed  Dec.  10,  1984)  [hereinafter  Proposed  Rule  (CAA)]. 

Child  Abuse  and  Neglect  Prevention  and  Treatment  Program. 

50  Fed.  Reg.  14878,  14879  (1985)  (codified  at  45  C.RR.  pt.  1340) 
[hereinafter  Final  Rule  (CAA)]. 

"  Id  at  14880. 
»  Id 

**  Id  at  14882. 
"  Id  at  14878. 

*♦  Telephone  interviews  with  Mary  McKcough,  Program  Ana* 
lyst,  National  Center  for  Child  Abuse  and  Neglect,  Office  of 
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The  relevant  provisions  of  the  Child  Abuse 
Amendments  of  1984  and  their  implementing  regula- 
tion became  effective  on  October  9,  1985."  As  of 
December  1988,  four  States—California,  Indiana, 
Ohio,  ^,d  Pennsylvania— did  not  receive  funds 
under  the  Child  Abuse  Prevention  and  Treatment 
Act,  and  the  law  did  not  apply  to  them.'*  The 
remaining  46  States,  the  District  of  Columbia,  and 
Puerto  Rico  receive  grants  under  the  act,  and  the 
provisions  of  the  amendments  apply  in  these  juris- 
dictions.*^ 

A  sizable  number  of  children  with  disabilities, 
those  in  the  States  that  do  not  receive  funds  under 
the  act,  are  not  protected  by  the  Child  Abuse 
Amendments.  Moreover,  the  funding  the  Federal 
Government  provides  through  the  underlying  act  is 
meager  in  comparison  to  that  under  other  Federal 
programs:  in  fiscal  year  1988,  each  compliant  eligible 
jurisdiction  received  an  annual  base  of  $35,000  and 
an  additional  amount  depending  on  the  number  of 
residents  under  the  age  of  18.  Payments  ranged  from 
a  high^  of  $739,006  (Texas)  to  a  low  of  $35,980 
(Commonwealth  of  the  Northern  Mariana  Islands)." 
As  a  result,  the  financial  incentive  for  States  to 
comply  is  not  very  great.'^ 

The  Standard  of  Care 

As  noted  by  the  six  principal  Senate  sponsors, 
each  word  in  the  standard  of  care  enacted  by  the 
amendments  "was  chosen  with  utmost  care."*^ 
Their  nuances  require  careful  analysis.^*  Under  the 
law,  for  a  Sta*<^  to  be  eligible  for  Federal  funds,  u 
must  have  in  place  proceaares  to  respond  to  reports 
of  medical  neglect;  the  definition  given  to  medical 
neglect  in  the  context  of  denial  of  treatment  to 
children  with  disabilities  is  the  meticulously  negoti- 
ated federally  required  standard  of  care. 

human  Development  Services,  Depanment  of  Health  and  Hu- 
man Services  (Dec.  2  i  5.  1988). 
»^  Id 

Id  The  former  trust  territory  is  funded  under  a  different 
formula.  Id 

»•  In  the  words  of  Commissioner  Blandina  Cardenas  Ramirez: 
"When  I  was  in  HHS.  which  was  HEW  at  the  tyne.  the  Child 
Abuse  Act  was  one  of  the  ones  I  was  responsible  for.  .  .  .[I]t  was 
very  difficult  to  get  the  States  to  comply  because  you  had  no  stick 
and  very  little  carrot."  Transcript,  Meeting  of  the  United  States 
Commission  on  Civil  Rights  142  (Nov.  18,  1988). 

Final  Rule  (CAA),  supra  note  31,  at  14879. 
"  See  generally  Mumaw.  The  Child  Abuse  Amendments  of  1984: 
The  Infant  Doe  Amendment,  18  Akron  L.  Rev.  515  (1985);  Bopp  & 
Balch,  The  Child  Abuse  Amendments  of 1984  and  their  Implement- 
ing  Regulations:  A  Summary,  I  Issues  m  L.  &  Med.  91  (1985). 
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Perhaps  the  best  short  statement  of  the  medical 
standard  of  care  established  by  the  Child  Abuse 
Amendments  Oi  1984  is  found  in  the  Supplemental 
Information  HHS  published  with  the  Proposed 
I  Rule: 

[F]irst,  all  such  disabled  infants  must  undsr  ail  circum- 
stances receive  appropriate  nutrition,  hydrat?*"^  and  medi- 
cation. Second,  all  such  disabled  infants  must  be  given 
medically  indicated  treatment  Third,  there  are  three 
exceptions  to  the  requirement  that  all  disabled  infants  must 
receive  treatment,  or.  stated  in  other  terms,  three  c-'^um- 
stances  in  which  treatment  is  not  considered  "medically 
indicated."*' 

The  required.standard  of  care  may  be  divided  for 
the  purpose  of  convenient  analysis  into  nine  ele- 
ments: (1)  a  disabled  (2)  infant  (3)  with  a  life- 
threatening  condition  (4)  must  always  be  given 
nutrition,  hydration,  and  medication  (5)  and  must 
normally  be  given  the  ireatmeni  most  likely  to 
correct  or  ameliorate  the  condition  (maximal  treat- 
ment) (6)  based  upon  the  reasonable  medical  judg- 
ment of  the  treating  physician,  (7)  but  the  maximal 
treatment  rule  is  not  applicable  in  three  sitiiatious: 
when  the  child  is  "chronically  and  irreversibly 
comatose,"  (8)  when  maximal  treatment  would  be 
futile  in  saving  the  child's  life  for  long,  and  (9)  when 
"provision  of  such  treatment  would  be  virtually 
futile  in  terms  of  the  survival  of  the  infant  and  the 
treatment  itself  under  such  circunostanccs  would  be 
inhumane*"" 

Disabled 

"Disabled"  is  not  expressly  defmed  in  the  statute, 
its  implementing  regulations,  or  the  HHS  Interpreta- 
tive Guide}  les.  However,  some  light  is  cast  upon  its 

"  Proposed  Rulu  (CAA),  supra  note  30,  at  48163. 
«  The  statute  prohibits  ^'withholding  of  medically  indicated 
treatment  ffotw  disabled  infants  with  life-lhrcalening  conditions," 
42  U.S.CA.  §5103(b)(2)(K)  (West  Supp.  1988),  and  defmes  the 
key  tenn  as  follows: 

mhe  tenn  ''withholding  of  medi.ally  indicated  treatment 
mctns  ue  failure  to  respond  to  the  infant's  life-threatening 
conditions  by  providitig  treatment  (including  appropriate 
nutrition,  hydration,  and  medication)  which,  in  the  treating 
physidan^s  or  physicians'  reasonable  medical  judgment,  will 
be  most  likely  to  be  effective  in  ameliorating  Or  correcting  all 
such  conditions,  except  lliat  the  term  does  not  include  the 
failure  to  provide  treatment  (Other  than  appropriate  nutri- 
tion, hydration,  or  medication)  to  an  infant  when,  in  the 
treating  physician's  Or  physicians*  reasonable  medical  judg- 
mcntt  (A)  the  infant  is  chronically  and  irreversibly  comatose; 
(B)  the  provision  of  such  treatment  would  (i)  merely  prolong 
dying,  Oi)  not  be  efiectivc  in  ameliorating  or  correcting  all  of 
the  infant's  life-threatening  conditions,  or  Oii)  otherwise  be 
futile  in  terms  of  the  survival  of  the  infanr,  Or  (C)  the 


meaning  by  the  legislative  history.  The  original 
formulation  of  what  became  "disabled  infants  with 
life-threatening  conditions"  in  the  statute  was  "in- 
fants at  risk  with  life-threatening  cong/;:nital  impair- 
ments'* in  the  House-passed  bill.**  Concern  was 
expressed  Uiat  this  language  would  be  interpreted  to 
cover  only  those  disabled  infants  whore  life-threat- 
ening condition  arose  directly  frcn?  a  congenital 
impwrm^  The  enacted  language  clarifies  that 
the  1984  amendments  protect  all  infants  with  a 
disability,  including  those  who  develop  a  disability 
after  birth,  from  withholding  of  medically  indicated 
treatment  for  any  life-vhreatening  condition,  regard- 
less of  whether  the  condition  is  re!ated_to  the 
disability. 

Model  Procedures  developed  under  a  Federal 
grant  by  the  American  Bar  Association's  (Commis- 
sion on  the  Mentally  Disabled  and  the  National 
Legal  Resource  Center  for  Child  Advocacy  and 
Protection  suggest  the  following  meaning  for  the 
tcrrm  '^disabled": 

"Disabled  infant"  mcsjis  an  infant  with  a  physical  or 
mental  impairment  which  substantially  limits  or  holds  the 
reasonable  prospect  of  in  the  future  substantially  limiting 
one  or  more  major  life  activities.  "Major  life  activities" 
include  function^  such  as,  but  not  limited  to,  breathing, 
seeing,  hearing,  walking,  caring  for  One's  self,  performing 
manuff'  tasks,  learning  and  working.** 

The  Model  Procedures  explain  that  this  definition  is 
b&sed  on  the  definitions  of  "[hjandicapped  person," 
"[p]hysical  or  mental  impairment,"  and  "fmlajor  life 
activities"  in  the  implementing  regulations  for  sec- 
tion 504  of  the  Rehabilitation  Act  of  1973,*'  except 

provision  of  such  irealmenl  would  be  virtually  futile  in  terms 
of  the  survival  of  the  infant  and  the  treatment  itself  under 
such  circumstances  would  be  inhuman  . 
Id.  §5102(3). 

"  The  House  Committee  report  interpreted  this  original  lan- 
guage to  mean  th%t  those  to  be  protected  by  the  I  aw  were  infants 
who  are  **bom  with  a  medically-identifiable  handicapping  condi- 
tion and  a  life-threatening  condition,  the  latter  of  which  requires 
mediq  intervention  in  order  to  increase  the  infant's  change;  istc] 
of  survival."  H.R.  Rep.  No.  159.  98th  Cong.  1st  Sess.  2  (1983) 
^  Bopp  &  Balch,  supra  note  41,  at  107. 

Nicholson,  Horowitz  &  Parry,  ModCi  Procedures  for  Child 
Protective  Service  Agencies  Responding  to  Reports  of  IVlthholding 
Medically  Indicated  Treatment  From  DisCA)Ud  Infants  With  Life* 
Threatening  Conditions,  10  Mental  &  Physical  Disability  L.  Rep. 
220.  228  (198^>  [hereinafter  Model  Procedures\ 
"  /dlThefct  finitions  are  found  in  45  C.F.F.  584.3  (j)  (1987). 
They  are  not  ^  a1  of  the  "Baby  Doc"  regulatio;is  enjoined  by  the 
U.S.  Supreme  Court  in  Bowcn  v.  Am.  Hosp.  Ass'n,  476  U.S.  610 
(1986),  but  arc  part  of  the  preexisting  1977  regulation  implement- 
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that  "the  phrase  'or  holds  the  reasonable  prospect  of 
in  the  future  substantially  Igniting  [a  niajor  life 
activity]'  is  added.  This  reflects  the  fact  that  infants 
and  young  children,  in  the  normal  course  of  devel- 
opment, do  not  yet  possess  the  capability  of  per- 
fonniag  many  of  the  enumerated  'major  life  activi- 
ties.' 

In  addition  to  one  who  actually  has  such  an 
impairment,  the  Rehabilitation  Act  includes  one 
who  "is  [erroneously]  regarded  as  having  such  an 
impairment That  category  was  incorporated  in 
the  amended  RehabilitaHon  Act  to  ensure  thai  those 
subjected  to  discrimination  because  they  arc  errone- 
ously believed  to  have  a  disability  receive  the  same 
protection  underthe  law  as  those  who  actually  have 
a  disability.  If  this  group  were  not  included  among 
those  protected  by  the  Ctiild  Abuse  Amendments, 
then  when  lifesavhxf^  tjrc5itment  is  denied  a  child 
based  on  a  mistaken  prognosis  of  degree  of  disabili- 
ty, the  very  faCv  ^at  the  prognosis  is  mistaken  might 
preveiit  the  denial  of  treatment  from  being  over- 
tumr*. 

Infant 

Those  protected  by  the  standard  of  care  are 
disabled  infants  witli  life-threatening  conditions.  The 
term  "infants"  includes,  but  is  not  limited  to, 
children  under  1  year  of  age.  The  first  birthday  is 
not  an  automatic  cutoff  from  protection  under  the 
statute.  The  Principal  Sponsors'  Statement  stated 
that  although  the  law  was  intended  primarily  to 
protect  infants  under  12  months,  it  was  not  to  be 
construed  to  justify  discontinuance  of  otherwise 
mandated  treatment  at  that  age.**  Accordingly,  the 
Final  Rule  pro.  iS  that  the  law  "shall  noi  be 
construed  to  imply  that  treatment  should  be  changed 
or  discontinued  when  an  mfant  reaches  one  year  of 
age,  or  to  affect  or  limit  any  existing  protections 


available  under  State  laws  regarding  medical  neglect 
of  children  over  one   ear  of  age."** 

Again  tracking  the  Principal  Sponsors'  Statement, 
the  Final  Rule  also  provides  that  the  standard  of 
care  "should  be  consulted  thoroughly  in  the  evalu- 
ation of  any  issue  of  medical  neglect  invoWing  an 
infant  older  thm  one  year  of  age  who  has  been 
contin'  lusly  hospitalized  since  birth,  who  was  bom 
extremely  prematurely,  or  who  has  a  long-term 
disability.""  The  Supplemental  Information  HHS 
published  with  the  Fmal  Rule  explained  this  defini- 
tion by  noting  that,  as  a  condition  of  receiving  child 
abuse  and  negl^t  grants,  States  must  have  proce- 
dures that  pnttect  children  of  all  ages  from  medical 
nej^lect. 

[A]s  a  general  rule,  iscues  of  medical  treatment  for  infants 
over  one  year  of  age  arc  to  be  considered  under  the  less 
precisely  defined,  but  clearly  applicable,  standards  of 
"medical  neglect."  Issues  of  medical  treatment  for  disabled 
infants  under  one  year  of  hge  with  life-threatening  condi- 
tions must  be  considered  under  the  more  precisely  defined 
standards  of  the  aefinition  of  "withholding  of  medicai;v 
indicated  treatment." 

[But  f]or  --ertain  infants  over  one  year  of  age,  the 
Conference  Committee  believed  the  more  precisely  de- 
fined sUndards  of  the  definition  of  "withholding  of 
medically-indicated  treatment"  might  be  more  appropriate 
tr  use  in  considering  the  question  of  medical  treatment 
than  the  more  general  standards  of  "medical  ne- 
glect.". .  .The  apparent  Congressional  intent  is  to  recog- 
nize that  these  three  categories  of  infants,  although  over 
one  year  of  age,  share  important  characteristics  with  those 
infants  under  one  year  of  age  who  are  the  principal  focus 
of  the  V   ^  ry  provision." 

It  is  noteworthy  that  the  thuJ  category,  those  over  1 
year  of  age  who  have  long-term  disability,"  is 
extremely  broad.  Thus,  it  is  arguable  that  under  the 
law  the  more  precise  standards  should  bp.  consulted 
concerning  medical  treatment  decisions  for  practi- 


ing  section  504  in  gcncml.  They  are  based  on  the  statutory 
language  of  the  Rehabilitat'  d  Act  of  1973  itself.  29  U.S.CA. 
§706  (West  Supp.  I9S»). 
*•  Model  Pwudurts,  supra  note  46,  at  228. 

29  U.S.CA.  5706(8XBXiii)  (W-st  Supp.  1988). 


»•  Principal  Sponsors*  Statement,  svpra  note  25.  at  41.  1984  U.S. 

Code  Cong.  &  Admin.  News  at  2970. 

»"  f<L  5^340.15(bX3Xi)  (^987). 

"  Final  Rule  (CAA),  supra  note  31.  at  lf882. 
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cally  all  children  with  disabilities,  of  whatever  age." 


Life*Threatening  Conditions 

Under  the  Interpretative  Guidelines,  a  life-threat- 
ening condition  includes  a  condition  that,  in  the 
physician's  "reasonable  medical  judgment,  signifi- 
cantly increases  the  risk  of  the  onset  of  complica- 
tions that  may  threaten  the  Ufe  of  the  infant/*"  The 
intent  of  this  clarification  was  to  deal  with  circum- 
stances in  which  a  condition  d  jcs  not  in  and  of  itself 
threaten  life  but,  unless  corrected,  poses  the  danger 
of  a  life-threatening  condition  developmg.  The 
Supplementary  Information  published  with  the  Pro- 
posed Rule  gave  the  example  of  spina  bifida,  in 
which  the  open  lesion  on  the  back  does  not,  of  itself, 
threaten  life,  but  a  failure  to  close  the  lesion 
surgically  leaves  an  open  pathway  for  a  life-threat- 
ening infection." 

Nufcition,  Hydraticn,  and  Medication 

"Appropriate**  nutrition,  hydration,  and  medica- 
tion must  always  be  suppUed,  even  when  one  of  the 
three  exceptions  to  required  maximal  treatment 
applies. 


"  Pi.^sumably  the  term  "infant"  itself  puts  some  limits  on  such  a 
construction.  Indeed,  HHS  suggested  as  much: 

[N]o  revision  is  necessary  to  clarify  that  "infant"  does  not 
include  older  children  and  adults.  The  potential  appropria- 
teness of  applying  the  more  precisely  stated  standards  of  the 
definition  of  "withholding  of  medically  indicated  treatment" 
to  certain  infenls  over  one  year  of  age  is  still  stated,  as  it  was 
in  the  proposed  rule  and  in  the  Conference  Report,  in  terms 
of  infants  over  ont  year  of  age.  Older  children  aiid  adults  are 
not  "infants  over  one  year  of  age." 
Id.  at  14882-  However,  "infant"  can  encompass  a  bioad  gamut  of 
ages,  especially  in  its  use  as  a  legal  term.  Black's  Law  Dictionary 
defines  "infancy"  as  "Minority;  the  state  oi  a  person  who  is  under 
the  age  of  legal  majority,— at  common  law,  twenty-one  years; 
now,  generally  18  years,"  Black's  Law  Dictionary  699  (5th  cd. 
1979).  Webster's  gives  a  range  of  meanings  for  the  term,  including 
not  only  "a  ':hild  in  the  first  year  of  life"  and  "a  child  several 
years  '^f  ag^ '  but  also  "a  person  who  is  not  of  full  age:  minor**  and 
''common  law:  a  person  under  the  age  of  21.**  Webster*s  Third 
New  International  Dictionary  1 157  (P.  Grove  ed.  1985)  (emphasis 
in  original).  The  Oxford  English  Dictionary  includes  the  defini- 
tion, "A  person  under  (legal)  age;  a  minor.  In  common  law,  one 
who  has  not  completed  his  or  her  twenty-first  year.  .  .  .**  Oxford 
English  Dictiomiry  1426  (1971).  When  the  applicability  of  legal 
standards  is  at  stake,  ambiguity  of  the  sort  that       exists  in  the 
definition  of  those  covered  by  the  Child  Abuse  Amendments  is 
regrettable. 

»  45  CF.R.  pt.  1340  App.  Interpretative  Guideline  2  (1987);  see 
Bopp  &  Balch»  supra  note  41,  at  107. 

»•  Proposed  Rule  (CAA),  supra  note  30,  at  48163.  But  cf.  note  96, 
infra. 


In  cases  concerning  adults,  a  considerable  number 
of  courts  have  rejected  any  distinction  between  the 
provision  of  nourishment  and  tlie  provision  of 
maximal  treatment:  when  it  would  be  inappropriate 
to  cut  off  the  latter,  they  have  ruled,  it  is  equally 
appropriate  to  terminate  the  former."  In  clear 
contrast  to  this  approach.  Congress  plainly  placed 
itself  on  the  side  of  the  dissenting  judge  in  the  1986 
Massachusetts  case  Brophy  v.  New  England  Sinai 
Hospital  who  wrote,  *The  process  of  feeding  is 
simply  not  medical  t-eatment.  .  .  .Food  and  water 
are  basic  human  needs.""  Surgeon  General  C. 
Everett  Koop  had  testified  before  the  Senate  Com- 
mittee on  Labor  and  Human  Resources: 

fTlhe  bottom  line.  .  is  that  you  must  nounsh  the  patient. 
Whether  an  infant  in  a  hospital  is  denied  food  and  care,  or 
whether  an  infant  at  home  is  denied  food  and  care,  the 
result  is  the  sam^  it  is  child  abuse." 

On  the  Senate  floor,  one  of  the  principal  sponsors 
of  the  1984  amendments  aflirmed  that  "the  words 
*appropriate  nutrition  [and]  hydration*.  .  .are  not 
meant  to  sanction  catright  denial  of  all  nutrition  and 
hydration  but  are  intended  only  to  affirmatively 
require  appropriate  nutrition  and  hydration  in  all 
ci*ses[.]  In  other  words,  nothing  in  thb  amendment 

"  See  Corbctt  v.  D'Alcssandro,  487  So.2d  368  (Fla.  App.  2 
Dist),  review  denied,  492  So.2d  1331  (1986);  In  re  Drabick,  245 
Cal.  Rptr.  840  (Cal.  App.  6  Dist.),  cerL  denied,  57  U.S.L.W.  3347 
(1988);  Sevems  v.  V/ilraington  Meoical  Center,  421  A.2d  1334 
(Del.  Supr.  1980);  In  re  Gardner,  534  A.2d  947  (Me.  1987); 
Brophy  v.  New  En^d  Sin^  Hosp.,  398  Mass.  417,  497  N.E,2d 
626  (1986);  Jn  re  Hier,  18  Mass.  App.  200,  464  N.E,2d  959,  rev. 
denied,  392  Mass.  1102,  465  N.E.2d  261  (1984);  In  re  Jobes,  108 
KJ.  394, 529  A.2d  434  (1987);  In  re  Conroy,  98  NJ.  321, 486  A.2d 
1209  (1985);  Delio  v.  Westchester  County  Medical  Center,  129 
App.  Div.  2d  1,  516  N.Y.S.2d  677  (2d  Dept.  1987);  In  re  Grant, 
"9  Wash.2d  545,  747  P.2d  445  (1987),  corrected,  757  P.2d  5Z2 
^Wa.  1988);  see  also  cases  dealing  with  persons  who  expressed 
their  svishes  while  competent:  Bouvia  v.  County  of  Los  Angeles, 
195  Cal.  App.  3d  1075, 241  Cal.  Rptr.  239  (2d  DiSt  1987);  Bcuvia 
V.  Superior  Court,  225  Cal.  Rptr.  297  (Cal.  App,  2d  Dist.  1986);  Jn 
re  Peter,  108  NJ.  ^65,  529  A.2d  419  (1987);  cf.  Leach  v.  Akron 
General  Medical  Center,  68  Ohio  Misc.  1, 426  N.E,2d  809  (1980) 
(the  court  did  not  make  a  decision  on  whether  nutrition  and 
hydration  could  be  removed);  later  proceeding,  Estate  of  Leach 
V.  Shapiro,  13  Ohio  App.  3d  393,  469  N.E.2d  1047  (Summit  Co. 
1984);  contra  In  re  Steinhaus,  No.  J-86-92,  Amended  Findings  of 
Fact  and  Order  at  3  (Redwood  County  Ct.  Fam.  Div.  Minn.  Oct. 
13,  1986)  (court  ruled  that  nutrition,  hydration,  or  medication 
could  not  be  withdrawn  from  an  infant  who  was  chronically  and 
irreversibly  comatose,  although  resuscitation  could  be,  in  light  of 
the  1984  Child  Abuse  Amenc  nents  and  conforming  Minnesota 
legislation). 

w  398  Mass.  417,  497  N.E.2d  626,  640  (1986)  (Nolan,  J., 
dissenting)* 

"  Quoted  in  S.  Rep.  No.  246, 98th  Cong.,  1st  Sess.  10,  reprinted  in 
1984  U.S.  Code  Cong.  &  Admin.  News  2918,  2927, 
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allows  an  infant  to  be  denied  nutrition  and  hydra- 
tion. .  •  In  addition,  the  HHS  Interpretative 
Guidelines  afHrm: 

nit  sliould  be  clcai'Iy  recognized  that  the  statute  is 
completely  unequivocal  in  requiring  that  all  infants  re- 
ceive "appropriate  nutrition,  hydration,  and  medication," 
regardless  of  their  condition  or  prognosis.^* 

It  is  difficult  to  contend,  therefore,  that  under  the 
Child  Abuse  ^\mendments  it  can  ever  be  appropriate 
to  withhold  nutrition  or  hydration  from  a  child  with 
a  disability  who  is  capable  of  assimilatmg  it  Instead, 
the  legislation  requires  that  basic  s'ostenance  be 
provided  in  the  form  "appropriate"  to  the  patient's 
condition.  For  example,  if  a  patient  is  incapable  of 
receivmg  food  and  liquids  orally,  the  patient  might 
most  appropriately  receive  nutrition  and  hydration 
through  such  measures  as  intravenous  fluids,  naso- 
gastric or  gastric  tube  feedings,  or  hyperalimenta- 
tion.« 

The  same  absolute  requirement  that  applies  to 
nourishment  also  applies  to  "medication."  It  seems 
clear  that  the  congressional  intent  was  to  require 
that  pain-relieving  and  other  palliative  medicine  be 
given  even  to  those  children  from  whom  maximal 
medical  treatment  is  withheld.  Before  the  final 
legislation  was  drafted,  Dr.  George  Little  testified: 

Obligations  to  conjfort  and  respect  a  dying  person  remain, 
and  infants  whose  lives  arc  destined  to  be  bnef  are  owed 
whatever  enhancement  and  relief  from  suffering  that  can 
be  providaJ,  including  medication  for  pain  and  sedation, 
as  appropriate.** 

130  Cong.  Rec.  S9322  (daily  ed.  July  26,  1984)  (Colloquy 
between  Senators  Helms  and  Hatch).  The  Principal  Sponsors* 
Statement  said:  *'[T]he  six  principal  sponsors  of  this  compromise 
measure.  .  .fmtend]  that  this  statement  .  .be  the  deHnitive  legis- 
lative history  in  the  Senate  on  it  Any  remarks  of  individual 
Senators,  including  the  principal  sponsors,  on  this  legislation 
express  only  their  personal  views  and  do  not,  therefore,  constitute 
authoritative  interpretation  or  explanation  of  the  measure."  130 
Cong.  Rec.  S9319  (daUy  ed.  July  26,  1984).  However,  the 
interpretation  of  Senator  Hatch  was  never  challenged  by  any 
other  sponsor  and  appec^-s  to  parallel  the  unequivocal  language  of 
the  statute  itself.  It  is  useful  primarily  as  an  aid  in  understanding 
the  importance  attached  to  this  aspect  of  the  legislation  at  the 
time  of  passage. 

"  45  CF.R.'pt  1340  App.  Interpretative  Guideline  !0  (1987). 
•*  M^r  disabiUty  organizations  strongly  oppose  {Starvation  or 
dehydration  of  people  with  disabilities.  For  example,  the  Associa- 
tion for  Retarded  Citizens  of  the  United  States,  noting  that 
"debate  is  currently  teiJng  place  concerning  tte  appropriateness 
of  withdrawing  food  and  fluids  from  some  persons  labeled 
•comatose*  or  'in  a  permanent  vegetative  rtate*"  and  recognizing 
that  persons  so  labeled  'W/ appear  to  snare  many  characteristics 
with  some  persons  labeled  'profoundly  mentally  retarded*" 
resolved  that  the  group  ^'opposes  the  cessation  of  nutrition  and/or 
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The  Principles  of  Treatment  adopted  by  medical 
and  disability  groups  articulated  a  similar  baseline 
standard  of  care: 

It  is  ethically  and  legally  justified  to  withhold  medical  or 
surgical  procedures  which  are  clearly  futile  and  will  only 
prolong  the  act  of  dying.  However,  supportive  care 
should  be  provided,  including  sustenance  as  medically 
indicated  and  relief  of  pain  and  suffering.  The  needs  of  the 
dying  person  should  be  respected.** 

In  the  case  of  In  re  Steinhaus,  a  Minnesota  court 
held  that  antibiotics  to  deal  with  infection  are 
included  in  the  required,  medication.** 

Treatment  Most  Likely  to  Be  Effective  in 
Ameliorating  or  Correcting  A^i  life-Threatening 
Conditions 

The  centerpiece  of  the  Child  Abuse  Amendments' 
staiidurd  of  care  is  found  m  this  phrase.  It  is  the  care 
that  must  be  provided  to  all  children  covered  by  the 
law  unless  one  of  the  three  exceptions  to  be 
discussed  below  applies. 

The  history  of  the  wording  is  instructive.  Soon 
after  Senate  negotiations  began  cu  the  standard  of 
care,  staff  of  the  Senate  Committee  on  Labor  and 
Human  Resources  suggested  a  definition  for  the 
"medically  indicated  treatment"  to  be  required  that 
sought  to  incorporate  the  nondiscrimmation  ap- 
proach of  section  504.  It  required  "treatment  which 
would  normally  be  provided  to  infants  without 
regard  to  the  presence  of  disabling  conditions  and 
mcludes  treatment  specifically  designed  to  amelio- 
rate a  disabling  condition."**    Later  drafts  also 

hydration  for  the  purpose  of  hastening  or  causing  the  death  of 
persons  with  mental  retardation."  ARC  Resolution  on  Cessation  of 
Nutrition  and/or  Hydration,  3  Issues  in  L.  &  Med.  313  (1987) 
(resolution  adopted  Oct  25,  1986).  SimOarly,  the  Association  for 
Persons  with  Severe  Handicaps  adopted  a  resolution  stating  thi»t 
the  group  "strongly  opposes  any  cessation  of  nutrition  and 
hydration  for  people  who  are  incapacitated.  .  .  TASH  Resolu- 
tion on  Nutrition  gnc'  Hydration,  3  Issues  in  L.  &  Med.  315  (1987) 
(resolution  adopted  Nov.  15,  1986). 

«  Quoted  in  S.  Rep.  No.  246, 98th  Cong.,  1st  Sess.  10,  reprinted  in 
1984  U.S.  Code  Cong.  &  Admin.  News  2918,  2927. 
•*  Principles  of  Treatment,  supra  note  21,  at  559. 

Inre  Stwnhaus,  No.  J-86-92,  slip  op.  at  10  (Minn.  Redwood 
County  Ct,  Juv.  Div.  Sept  11,  1986),  reprinted  in  Order  in  the 
Steinhaus  Case,  2  Issues  in  L.  &  Med.  241,  246-47  (1986). 

Gerry  &  Nimz,  The  Federal  Role  in  Protecting  Babies  Doe,  2 
Issues  r  L.  &  Med.  339,  345  (1987),  ^o/m^  Senate  Labor  and 
Human  ..esourccs  Staff  Discussion  Draft  of  Proooscd  Amend- 
ments; to  S.  1003  (May  18,  1984).  An  earlier  dkft  from  Sen. 
Edward  Kennedy's  staff  would  have  required  "that  all  such 
newborns  be  provided  treatment  provided  to  other  similarly 
situated  children  without  congenital  impairments  that  is  necessary 
to  coi  rect  or  ameliorate  a  life-threatening  condition,  rc'  ^f  from 
suffering  including  feeding,  and  medication  for  pain  and  sedation 
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incorporated  the  nondiscrimination  approach  with 
various  modifications. 

When  face-to-face  negotiations  among  advocacy 
groups  began,  however,  medical  groups  instead 
proposed  language  requiring  "medical  or  surgical 
treatment,  including  treatment  specifically  designed 
to  ameliorate  a  disabling  condition,  when  such 
failure  is  clearly  contrary  to  the  best  interests  of  the 
infant"*^  The  "best  interests"  language  was  rejected  * 
because  it  would  have  allowed  consideration  of 
projected'  quality  of  life,««  but  the  approach  of 
requiring  specifically  defined  treatment,  instead  of 
simply  employing  the  nondiscrimination  or  equal 
protection  approach  of  the  earlier  drafts,  was  re- 
tained* Further  negotiations  resulted  in  the  language 
used  in  the  statute  as  adopted:  "'withholding  of 
medically  indicated  treatment*  means  the  failure  to 
respond  to  the  infant*s  life-threatenmg  conditions  by 
providing  treatment  (including  appropriate  nutri- 
tion, hydration,  and  medication)  which  in  the  treat- 
ing pliysician*s  or  physicians*  reasonable  medical 
judgment,  will  be  most  likely  to  be  effective  in 
ameliorating  or  correcting  all  such  conditions."*' 

This  definition  creates  a  high  standard  of  care- 
indeed,  a  higher  standard  of  care  than  would  equal 
protection  language  alone.  Children  covered  by  the 
law  must  be  provided  the  treatment  "most  likely  to 
be  effective,"  not  just  the  -level  of  treatment  that 
would  be  provided  to  their  nondisablei  counter- 
parts. This  places  a  responsibility  on  physicians  to 
become  knowledgeable  about  and  employ  the  best 
avaflable  treatment  rather  than  simply  to  avoid 
discriminating  on  the  basis  of  disability. 

The  Interpretative  Guidelines  issued  by  the  De- 
partment of  Health  and  Human  Services  contain  a 
number  of  clarifications  of  the  scope  of  the  standard 
Of  care.  The  Department  emphasized: 

as  appropriate."  Gerry  &  Nimz,  supra,  at  345.  quoting  Second 
Draft  of  Proposed  Amendments  to  S.  1003  from  Sen.  Edward 
Kennedy's  Staff  (late  April  1984). 

«  Gerry  &  Nimz,  supra  note  66,  at  347,  quoting  Memorandum  to 
Staff/Organizations  xa  S.  1003  from  Susanne  Martinez  (June  19, 
1984). 

Gerry  &  Nimz,  supra  note  66,  at  347. 
«•  A£  at  348,  The  language  now  appears  at  42  U.S.CA.  §5102(3) 
(West  Supp.  1988). 

45  C.F.R.  pt  1340  App.  Interpretative  Guidelme  1  (1987). 
«  Id,,  Interpretative  Guideline  4. 
w  I<L,  Interpretative  Guideline  3. 

»»  I±,  Inteipretalive  Guideline  7.  This  interpretation  is  discussed 
irore  VuIIy  hdow  in  the  context  of  the  futility  exception. 

TI.S.C.A,  §5102(3)  (West  Supp.  1988). 
»»  In  Maine  Medical  Center  v,  Houle,  Civ.  No.  74-145  (Mc. 
Super.  Cl.,  Feb.  14,  1974),  reprinted  In  Trial  Court  Decision  in 


[T]he  definition's  focus  on  the  potential  effectiveness  of 
treatment  in  ameliorating  or  correcting  life-threatening 
conditions  makes  clear  that  it  does  not  sanction  decisions 
based  on  subjective  opinions  about  the  future  "quality  of 
life"  of  a.  .  .disabled  person.'^* 

The  Interpretative  Guidelines  stated  that  treat- 
ment means  more  than  a  "particular  medical  treat- 
ment or  surgJcal  procedure";  it  refers  to  a  "complete 
potential  treatment  plan,*'  including  "multiple  medi- 
cal treatments  and/or  surgical  procedures  over  a 
period  of  time.  .  .designed  to  ameliorate  or  correct 
a  life-threatening  condition  or  conditions."'*  Treat- 
ment also  includes  diagnostic  procedures  to  evaluate; 
the  need  for  medical  intervention,  including,  as 
appropriate,  "further  evaluation  by,  or  consultation 
with,  a  physician  or  physicians  whose  expertise  is 
appropriate  to  the  conditions(s)  involved  or  further 
evaluation  at  a  facility  with  specialized  capabilities 
regarding  the  condition(s)  involved.  .  Final- 
ly, if  palliative  treatment  makes  a  condition  more 
tolerable,  even  though  the  condition  will  not  be 
cured,  that  treatment  is  required." 

Reasonable  Medical  Judgment 

Under  the  1984  amendments,  the  determination  of 
what  "will  be  most  likely  to  be  eifective  in  amelio- 
rating or  correcting  all  [lifC'threatening]  conditions" 
is  to  be  made  "in  the  treating  physician's  or 
physicians*  reasoiiable  medical  judgment.**"  By 
requiring  that  the  physician  determine  '.'hat  the 
most  effective  treatment  will  be,  the  provision 
avoids  the  problem  encountered  in  some  cases  in 
which  the  physician  determined  not  what  would  be 
the  treatment  most  likely  to  preserve  life,  but 
whether  the  treatment  would  produce  a  child  with 
an  acceptable  quality  of  life." 

Deference  to  "reasonable  medical  judgment"  was 
not  intended  to  authorize  physician  discretion  to 

Houle  Case,  2  Issues  in  U  &  Med.  237  (1986),  for  example,  the 
pediatrician  for  a  child  with  disabilities  who  in  addition  had  a 
tracheoesophageal  fistula  testified: 

I  feel  he  [the  infant]  has  already  endured  much  insult  to  his 
brain  and  that  considering  the  total  child,  I  do  not  believe  he 
will  be  able  to  function  as  a  reasonable,  normai  child  in  late 
life.  I  honestly  believe  that  with  the  insults  of  the  last  twenty- 
four  hours,  that  he  will  be  severely  both  motor  and  msutaliy 
retarded. 

Quoted  in  Brown  &  Truill,  Euthanasia  and  the  Right  to  Die,  3 
Ohio  N.U.L.  Rev.  615,  633  (1976).  The  judge  rejected  the 
physician's  quality  of  life  analysis,  holding  that  "the  doctor's 
qualitative  evaluation  of  the  value  of  the  KTt  to  be  presen/ed  is  not  ^ 
legally  within  the  scope  of  his  expertise."  Houle,  alip  op.  at  4,  2 
Issues  in  L.  &  Med.  at  238-39. 
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avoid  the  explicit  standards  set  forth  in  ih^  legisla- 
tion, but  only  to  recognize  the  role  of  technical 
medical  judgment  in  determining  whether  the  condi- 
tions to  which  the  legal  standards  refer  exist  in 
particular  cases."  This  distinction  has  been  de- 
scribed by  Loretta  Kopelman,  Ph.D.,  Thomas  Irons, 
M.D.,  and  Arthur  Kopelman,  M.D.: 

{The  law]  only  indicates  that  physicians  are  permitted  to 
use  reasonable  medical  judgment  to  determine  whether 
the  guidelines' conditions  have  been  met.  .  .  .[Tjhe  guide- 
lines must  allow  such  appraisals  by  physicians  if  they  are 
to  be  applied.  In  contrast,  the  traditional  understanding  of 
reasonable  medical  judgment  includes  not  only  such 
techiacal  or  scientific  assessments  biH  moral  judgments 
about  what  is  in  the  patients'  best  interests.  The  Baby  Doe 
guidelines  do  not  allow  doctors,  nurses,  review  commit- 
tees, or  state  investigators  to  use  their  own  views  about 
which  exceptions  constitute  reasonable  medical  judgment. 
Permitted  exceptions  to  the  provision  of  maximal  treat- 
ment are  spelled  out  in  the  rules;  other  behavior  h  defined 
as  medical  neglect.  Hence,  no  deference  is  shown  to 
reasonable  medical  judgment  as  traditionally  under- 
stood—a  judgment  that  includes  moral  as  well  as  technical 
considerations  of  the  proportional  benefits  of  alternative 
treatments  in  alleviating  sufifering  and  in  prolonging  life." 

While  rejecting  the  incorporation  of  nonmedical 
factors  into  "reasonable  medical  judgment,"  the  law 
creates  a  high  standard  for  that  judgment  on  the 
technical  level.  Testifying  before  the  Senate  Com- 
mittee on  Labor  and  Himjan  Services,  Surgeon 
General  Koop  said: 

The  physician  must  know  a  great  deal  about  the  infant's 
disease  process  or  disabling  condition.  As  science  and 
medicine  continue  to  evolve,  this  is  an  ever-growing 
responsibility  and  requires  that  physicians  must  have  great 
knowledge  about  and  experience  with  the  [condition]  in 
question.  .  . 

^*  In  the  words  of  the  Model  Procedures  developed  by  the 
American  Bar  Association:  "(T]he  decision  to  withhold  medical 
treatment  or  care  from  a  disabled  infant  with  life-threatening 
conditions  is  to  be  made  only  in  terms  of  the  statutory  defln'don. 
This  definition  does  not  include  nonmedical  factors  hi  the 
'reasonable  medical  judgment'  used  to  determine  'withholding  of 
medically  indicated  treatment/"  Model  Procedures,  supra  note  46, 
at  227.  The  Model  Procedures  point  out  t^'at  principles  of 
treatment  jointly  adopted  by  mrdical  and  disability  groups  stale: 
"considerations  such  as  anticipated  or  actual  limited  potertial  of 
an  individual  and  present  or  future  lack  of  available  community 
resources  are  irrelevant. and  must  not  determine  the  decision 
concerning  medical  care.  The  individual's  medical  condition 
should  be  the  sole  focu5  of  the  decision.  These  arc  very  strict 
standards."  Id,  quoting  Principles  of  Treatment,  supra  note  21,  at 
559. 

"  Kopclma n,  Irons,  &  Kopelman,  **Baby  Doe" Regulations  (letter 
to  the  editor),  319  New  Eng.  J.  Med.  726  (1988). 
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Accordingly,  the  Principal  Sponsors'  Statement 
provided:  "The  reference  to  'reasonable  medical 
judgment*  of  the  treating  physician  or  physicians 
means  a  medical  judgment  that  would  be  made  by  a 
reasonably  prudent  physician,  knowledgeable  about 
the  case  and  the  treatment  possibilities  with  respect 
to  the  medical  conditions  involved."^'  HHS  adopt- 
ed this  definition  verbatim  in  the  Final  Rule.*^  For 
the  physician  to  be  knowledgeable  about  the  case 
and  treatment  possibilities,  information  which  sur- 
passes that  with  which  the  ordinary  physician  is 
familiar  may  be  required.  Reasonable  judgments  in 
life  and  death  situations  often  will  decree  consulta- 
tion and  further  evaluation.**  Nevertheless,  as  the 
American  Bar  Association's  Model  Procedures 
pointed  out:  "This  standard  of  care  is  used  widely  in 
other  treatment  contexts,  and  only  its  application  to 
the  issue  of  withholding  of  medically  indicated 
treatment  from  disabled  infants  with  life-threatening 
conditions  is  new."" 

Exceptions  to  Providing  Treatment 

The  Child  Abuse  Amendments  create  three  ex- 
ceptions to  the  requirement  to  provide  the  treatment 
most  likeJy  to  correct  or  ameliorate  a  child's  life- 
threatening  conditions  (maximal  treatment)— al- 
though "appropriate  nutrition,  hydration,  and  medi- 
cation" must  always  be  provided. 

The  Comatose  Exception 

The  first  exception  applies  when  a  child  is 
"chronically  and  irreversibly  comatose.""  The 
medical  groups  originally  proposed  an  exception  to 
cover  those  who  are  "permanently  aid  completely 
unconscious.""  "Unconscious"  is  defined  as  "insen- 
sible" or  "not  conscious."*^  The  disability  rights 
groups  rejected  this  proposal  as  too  broad  and 

"  Quoted  in  S.  Rep.  No.  246. 98th  Cong.,  1st  Sess.  10,  reprinted  in 
1984  U.S.  Code  Cong.  &  Admin.  News  2918,  2927. 
^  Principal  Sponsors'  Statement,  supra  note  25,  at  41,  1984  U.S. 
Code  Cong.  &  Admin.  News  at  2970. 

45  C.F.R.  §1340.15(bX3Xli)  (1987). 
•*  See  supra  note  72  and  accompanying  text. 

Model  Procedures,  supra  note  46,  at  227.  The  Model  Proce- 
dures paraphrase  W.  Prosser,  Handbook  of  the  Law  of  Tor^  §32, 
at  161  (1982):  "(PJhysicians  who  undertake  work  requiring  special 
skill  are  required  to  possess  a  minimum  standard  of  special 
knowledge  and  ability."  Model  Procedures,  supra  note  46,  at  246 
n.28. 

"  42  U.S.C.A.  §5102(3)(A)  (West  Supp.  1988). 
**   Gerry  &  Nimz,  supra  note  66,  at  349,  que  Mg  Proposed 
Amendment  to  S.1003  by  Medical  Groups  (June  25,  1984). 
•*  Stedman's  Medical  Dictionary  1512  (24th  ed.  1982). 
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proposed  the  more  restrictive  language  now  in  the 
law,*«   "Coma"  has  a  precise  meaning: 

Coma  was  defined  operationally  as  a  slecplike,  unarousa- 
ble,  unresponsive  state  in  which  the  patient  shows  no 
awareness  of  self  or  environment.  Such  patients  (1)  do  not 
open  their  eyes  either  spontaneously  or  in  response  to  any 
verbal  stimulus,  (2)  utter  no  comprehensible  words,  and 
(3)  neither  obey  commands  nOr  move  thdr  extremities 
appiopriately  to  localize  or  to  resist  noxious  stimuli.** 

In  the  1986  Minnesota  case  In  re  Steinhaus,  the 
court  ruled  that  although  the  statute  makes  an 
exception  for  those  who  are  "chronically  and  ure- 
versibly  comatose,"  it  makes  no  exception  for  those 
in  a  "persistent  vegetative  state."**  In  an  article  on 
persistent  vegetative  state,  Dn  Philip  Hansotia 
wrote  that,  in  contrast  to  those  in  a  coma: 

Patients  in  the  PVS  [persistent  vegetative  state],.  .  .  .are 
awake  without  being  aware.  They  Open  thdr  eyes  and 
look  about  randomly  but  do  not  follow  objects  or  respond 
to  verbal  command.  The  eyes  open  and  blink  spontaneous- 
ly anJ  to  menace  but  are  unattentive.  Patients  may  sleep  at 
times.  Chewing  and  bruxism  [grinding  of  teeth]  are 
common,  and  a  grasp  reflex  is  often  present.** 

The  Futility  Exception 
The  second  exception  applies  when: 

[Tlhe  provision  of  such  treatment  would  (i)  merely 
prolong  dying,  00  not  be  effective  in  ameliorating  or 
correcting  all  of  the  infant's  life  threatening  conditions,  or 
(iii)  otherwise  be  futile  in  terms  of  the  survival  of  the 
infant.  .  . 

When  life  is  inevitably  ebbing  away,  and  dying 
cannot  be  halted  but  only  prolonged,  the  interest  in 
preserving  life  can  no  longer  be  satisfied.  This 
exception  was  designed  to  ensure  that  in  such 
circumstances  there  would  be  no  requirement  that 


M  Gerry  &  Nimz,  supra  note  66,  at  349. 

Hansotia,  Persistent  Vegetative  State,  42  Arch.  Neurol.  1048, 
1048  (1985)  (emphasis  in  original). 

w  Transcript  ae  73,  In  re  Steinhaus,  No.  J-86-92  (Minn. 
Redwood  County  a.,  Fam.  Div.,  Oct.  6.  1936);  In  re  Steinhaus, 
No.  J-86-92,  slip  op.  at  1 1-12  (Minn.  Redwood  County  O.,  Juv. 
Div.  Sept  11,  1986),  reprinted  in  Order  in  the  Steinhaus  Case,  2 
Issycs  in  L.  &  Med.  241, 247-48  (1986).  The  court  later  ruled  that 
the  child  was  in  fact  chronically  and  irreversibly  corafttosc.  In  re 
Stcmiiaus,  No.  J-86-92,  Amended  findings  of  Fact  and  Order  3 
(Minn.  Redwood  County  Ct,  Fam.  Div.  Oct.  13,  1986). 
Lance  Steinhaus  received  serious  injuries  when  just  over  a  month 
old  and  became  unconscious.  After  a  decision  was  made  not  to 
give  him  antibiotics  and  to  place  a  "Do  Not  Resuscitate**  ordrr  on 
his  medical  chart,  tie  county  welfare  department  petitioned  the 
court  to  prevent  the  withholding  of  antibiotics.  After  the  court 
ruled  that  he  was  chronically  and  irreversibly  comatose  and  that 
treatment  other  than  nutrition,  hydration,  and  medication  could 


life-prolonging  treatment  be  employed  to  eke  life  out 
for  a  brief  period  longer.  The  HHS  Interpretative 
Guidelines  state  that  the  exception  does  not  "apply 
where  many  years  of  life  will  result  from  the 
provision  of  treatment,  or  where  the  prognosis  is  not 
for  death  in  the  near  future,  but  rather  the  more 
distant  future."" 

In  its  proposed  rule,  HHS  used  the  word  "immi- 
nent" to  define  the  period  within  which  death  must 
be  expected  in  order  to  make  the  exception  applica- 
ble.''  However,  the  Senate  sponsors  of  the  compro- 
xwj^  legislation  wrote  a  joint  letter  objecting  to  the 
term: 

In  the  negotiations  leading  to  the  fmal  language,  there 
was  much  discussion  about  whether  or  not  to  include  the 
word  "imminent"  in  the  statutory  definition.  It  became 
apparent  that  "imminent"  would  create  undue  confusion 
both  because  it  was  ambiguous  and  because  the  expected 
time  of  death  cannot  be  predicted  with  precision.  A 
decision  was  made,  therefore,  not  to  include  "imminent,** 
and  we  urge  that  it  be  dropped  in  ihe  regulations  as  well 

Accordingly,  in  the  Interpretative  Guidelines  ac- 
companying the  Final  Rule,  HHS  retracted  the  term 
"imminent"  and  indicated  that  the  precise  determi- 
nation of  what  is  a  "near"  versus  a  "more  distant" 
future  was  left  to  reasonable  medical  judgment.** 
The  second  category  of  the  second  exception 
speciflcally  addresses  circumstances  in  which  death 
will  inevitably  occur  shortly  even  though  some  life- 
threatening  conditions  could  be  cured.  As  two  legal 
commentators  have  noted: 

In  HHS'  view,  tliis  [exception]  was  intended  to  apply  to 
situations  in  which  an  infant  suffers  from  several  life- 
threatening  conditions,  some  of  which  can  be  treated 
effectively,  but  at  least  One  of  which  cannot.  If  and  Only  if 
the  untreatable  condition  will  produce  death  in  the  near 

legally  be  withheld,  the  "Do  Not  Resuscitate"  order  was 
restored.  Agreement  Will  Allow  Comatose  Baby  to  Die,  The  Sun, 
Oct.  25,  1986,  at  AlO.  He  subsequently  died.  Baby  Who  Was 
Subject  ofRight'to-Live  Case  Dies,  Minneapolis  Star  and  Tribune, 
Feb.  n,  1987,  at  lA,  col.  1. 

Hansotia,  supra  note  87,  at  1048.  See  also  Levy,  The  Comatose 
Patient*  in  I  The  Clinical  Neurosciences  5^55,  956  (R.  Rosenberg 
ed.  1983): 

'  .:e  patient  in  the  vegetative  state  appears  awake  but  shows  no 
evidence  of  content,  either  confused  or  appropriate.  He  often 
has  sleep^wake  cycles  bat  cannot  demonstrate  an  awareness 
either  of  himself  or  his  environment. 

Id.  (emphasis  in  original)  (footnote  omitted). 

•0  42  U.S.C.A.  §5102(3XB)  (West  Supp.  1988). 

45  C.F.R.  pt.  1340  App.  Interpretative  Guideline  5  (1987). 

«  Proposed  Rule  (CAA),  supra  note  30,  at  48164,  48167. 

«  Quoted  in  Final  Rule  (CAA),  supra  note  31,  at  14879. 

M  45  C.F.R.  pt.  1340  App.  Interpretative  Guideline  5  (1987). 
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(as  opposed  to  the  Jar)  future,  then  treatment  need  not  be 
provided  for  the  other  life-threatening  conditions  which 
theoretically  could  be  treated.  In  other  words,  if  the  child 
is  going  to  die  shortly  anyway  from  mlment  A,  it  makes  no 
sense  (and  is  not  required)  to  treat  mlments  B,  C,  or  D.  If, 
on  the  other  hand,  the  child  is  terminally  ill  from  mlment 
A,  but  will  not  die  from  it  for  some  time,  this  exception 
provides  no  excuse  for  failhg  to  treat  the  immediate 
threate  to  life  from  ailments  B,  C,  or  D." 

HHS  also  interpreted  the  law  to  require  that 
palliative  care,  including  treatment  that  goes  beyond 
medication,^  must  be  provided  even  when  lifesav- 
ing  treatment  would  not  be  effective: 

If.  .  .palliative  treatment  will  ameliorate  the  infant's  ever- 
all  condition,  taking  all  individual  conditions  into  account, 
even  though  it  would  not  ameliorate  or  correct  each 
condition,  then  this  palliative  treatment  is  medically 
indicated.*^ 

The  third  category  in  the  second  exception  applies 
if  treatment  would  '"otherwise  be  futile  in  terms  of 
the  survival  of  the  infant."  This  category  is  simply  a 
"cover  all  bases"  logical  extension  of  the  other  two 
categories,  each  of  which  describes  circumstances  in 
which  treatment  would  be  futile.  The  language, 
however,  carefully  ties  futility  to  the  "survival"  of 
the  infant,  emphasizing  that  only  the  inevitability  of 
death  despite  treatment,  and  not  the  persistence  of 
disability  despite  treatment,  renders  the  treatment 
legally  futile.** 

The  Virtually  Futile  and  Inhumane  Exception 
The  third  exception  reads: 

mhe  provision  of  such  treatment  would  be  virtually  futile 
in  terms  of  the  survival  of  the  infant  and  the  treatment 
itself  under  such  circumstances  would  be  inhumane.** 

The  exception  is  phrased  in  the  conjunctive:  to 
remove  the  maximal  treatment  mandate,  both  of  two 
requirements  must  be  met. 


»*  Bopp  &  Balch,  supra  note  41,  at  1 12-13.  See  45  CF.R.  pt.  1340 
App.  Interpretative  Guideline  6  (1987). 
^  At  the,  time  it  published  the  Proposed  Rule*  HHS  gave  the 
example  of  a  child  with  an  uncorrectable  and  life«threatening 
heart  problem  who  also  had  an  imperforate  anus;  in  such  a 
situation,  the  absence  of  effec?:ive  treatment  for  the  heart  problem 
would  not  relieve  physicians  of  tht  responsibility  of  providing  a 
colostomy  to  relieve  "the  severe  pain  associated  with  the 
intestinal  cbstnictlon  caused  by  the  imperforate  anus.''  Proposed 
Rule  (CAA),  supra  note  30,  at  48164.  However,  when  HHS  issued 
the  Final  Rule,  it  noted  that  commenters  had  ^'stated  that, 
depending  on  medical  complications,  exact  prognosis,  relation- 
ships to  other  conditions,  'md  other  factors,  the  treatment 
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The  first  of  the  requirements  is  that  the  treatment 
be  "virtually  futile."  The  extinction  between  "fu- 
tile" as  used  in  the  second  exct^jtion  and  "virtually 
futile"  as  used  in  the  third  exception  lies  in  the 
degree  of  probability  or  uncertamty  5n  determining 
the  futility  of  the  treatment.  Under  the  Interpreta- 
tive Guidelines,  the  term  "virtually  futile"  ;s  under- 
stood to  mean  that  treatment  is  "hig**  y  unlikely  to 
prevent  death  in  the  near  future."*^ 

The  second  requirement  of  this  third  exception  is 
that  the  treatment  itself  be  inhumane.  Tae  Interpre- 
tative Guidelines  state  that  this  is  true  only  in  the 
presence  of  "significant  medical  contraindications 
and/or  significant  pain  and  suffering  for  the  infant 
that  cleariy  outweigh  the  very  slight  potential 
benefit  of  the  treatment  for  an  infant  highly  unlikely 
to  survive."*^' 

The  Interpretative  Guidelines  note  that  although 
the  initial  two  exceptions  concerned  themselves 
with  the  expected  results  of  treatment,  the  third 
exception  focused  on  the  process  of  possible  treat- 
ment: 

It  recognizes  that  in  the  exercise  of  reasonable  medical 
judgment,  there  are  situations  where,  although  there  is 
some  slight  chance  that  the  treatment  will  be  beneficial  to 
the  patient  (the  potential  treatment  is  considered  virtually 
futile,  rather  than  futile),  the  potential  benefit  is  so 
outweighed  by  negative  factors  relating  to  the  process  of 
the  treatment  itself  that,  under  the  circumstances,  it  would 
be  inhumane  to  subject  the  patient  to  the  treatment."* 

Enforcement  of  the  Child  Abuse 
Amendments 

While  the  1984  amendments  were  in  the  process 
of  negotiation  under  the  auspices  of  Senate  staff. 
Senator  Kennedy's  office  suggested  an  approach  to 
enforcement  that  would  have  "required  states,  as  a 
condition  of  continued  receipt  of  federal  child  abuse 
funds,  to  create  an  ombudsman  program  for  the 
purpose  of  protecting  and  advocating  for  the  inter- 
ests of  newborn  infants  with  life-threatening  congen- 

suggestcd.  .  .might  not  necessarily  be  the  treatment  that  reason- 
able medical  judgment  would  decide  would  be  most  likely  to  be 
effective.  In  response  to  these  comments,  specific  diagnostic 
examples  have  not  been  included  in  this  discussion.  .  .  45 
C.F.R.  pt.  1340  App.  Interpretative  Guideline  7  (1987). 

45  C.F.R.  pt.  1340  App.  Interpretative  Guideline  7  (1987) 
(emphasis  in  original). 

See  Gerry  and  Nimz,  supra  note  66,  at  349. 

42  U.S.C.A.  5102(3)(C)  (West  Supp.  1988). 

45  C.F.R.  pt.  1340  App.  Interpretative  Guideline  8  (1987). 

45  C.F.R.  pt.  1340  App.  Interpretative  Guideline  9  (1987). 

Id.  (emphasis  in  original). 
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ital  impainnents  and  infants.or  children  with  special 
need?.""'  This  was  rejected  by  the  medical  groups 
on  the  ground  that  it  would  lead  to  undue  intrusion. 
Instead,  the  American  Academy  of  Pediatrics  made 
a  counterproposal  giving  enforcement  authority  to 
State  child  protective  services  agencies,  the  frame- 
work that  was  eventually  adopted.*^  Under  the 
statute  as  enacted,  within  1  year  after  the  act  became 
law,  such  agencies  desiring  to  receive  Federal  funds 
would  have  to: 

have  in  place  for  the  purpose  of  responding  to  the 
reporting  of  medical  neglect  (including  instances  of  with- 
holding of  medically  indicated  treatment  from  disabled 
infants  with  life-threatening  conditions),  procedures  or 
programs,  or  both  (within  the  State  child  protective 
services  system),  to  provide  for  (i)  coordination  and 
consuJtation  with  individuals  designated  by  and  within 
appropriate  health-care  facilities,  (ii)  prompt  notiHcation 
by  individuals  designated  by  and  within  appropriate 
health-care  facilities  of  cases  of  suspected  medJcai  neglect 
(including  instances  of  withholding  of  medically  indicated 
treatment  from  disabled  infants  with  life-threatening  con- 
ditions), and  (iii)  authority,  under  State  law,  for  ihe  State 
child  protective  service  system  to  pursue  any  legal 
remedies,  including  the  authority  to  initiate  legal  proceed- 
ings in  a  court  of  competent  jurisdiction,  as  may  be 
necessary  to  prevent  the  withholding  of  medically  indicat- 
ed treatment  from  disabled  infants  with  life-threatening 
conditions.*^ 

The  Principal  Sponsors'  Statement  of  the  Senate 
sponsors  adopted  by  the  conference  committee 
noted  that  preexisting  law  required  recipient  State 
agencies  "to  provide  certain  mechanisms  for  the 
reporting  of  abuse  or  neglect  cases.  The  same 
reporting  mechanisms  and  standards  set  forth  in  the 
Act  and  existing  regulations  would  be  applicable  to 
the  reporting  of  cases  of  medical  neglect.  .  . 

Those  preexisting  regulations  establish  a  State 
duty  to  create  classes  of  individuals  legally  required 
to  report  both  known  and  suspected  cases  of  child 
abuse  and  neglect,  a  State  duty  to  permit  all  other 
pcjrsons  to  submit  such  reports,*"  and  a  State  duty 
to  mvestigate  promptly  to  substantiate  the  accuracy 
of  all  such  reports."* 

The  HHS  Fmal  Rule  implementing  the  Child 
Abuse  Amendments  is  largely  built  on  these  require- 

iw  Gerry  &  Nimz,  supra  note  66,  at  344. 
Id, 

i«  42  U.S.C.A.  §5103(b)(2XK)  (West  Supp.  1988). 

H.R.  Conf.  Rep.  No.  1038,  98th  Cong.,  2d  Sess.  41,  reprinted 
in  1984  U.S.  Code  Cong.  &  Admin.  News  2947,  2970.  It  made 
special  mention  of  the  requirement  that  a  guardian  ad  litem  be 
appointed  for  children  m  the  course  of  all  judicial  proceedings 
relating  to  abuse  or  neglect.  Id. 


ments.  To  ensure  that  health  care  facilities  take 
seriously  their  obligation  to  designate  individuals 
with  the  specific  responsibility  to  report  known  or 
suspected  withholding  of  medically  indicated  treat- 
ment and  to  serve  as  a  point  of  contact  and 
coordination  during  investigations,  it  mandates  that 
State  agencies  contact  each  health  care  facility 
annually  to  identify  the  names,  titles,  and  telephone 
numbers  of  the  designated  individuals.**^  It  requires 
that  States  demonstrate,  through  statute,  regulation, 
or  the  opinion  of  the  State  attorney  general,  that 
their  State  laws  give  adequate  authority  to  enable 
them  to  prevent  violations  of  the  federally  defined 
standard  of  care."® 

Perhaps  the  most  important  feature  of  the  Final 
Rule  pertaining  to  enforcement  was  its  emphasis  on 
providing  the  mechanisms  necessary  to  ensure  an 
independent  medical  evaluation  of  circumstances 
that  give  rise  to  a  report  of  suspected  medical 
neglect.  As  the  American  Bar  Association's  Mode! 
Procedures  point  out:  "The  judgment  of  physician(s) 
who  specialize  in  the  medical  problems  and  disabling 
conditions  of  newborn  infants  is  necessary  to  assess 
whether  reasonable  medical  judgment  was  em- 
ployed in  a  decision  to  withhold  medical  treatment 
or  care  from  a  disabled  infant.""*  A  social  worker 
or  other  child  protective  services  specialist  is  rarely 
equipped  to  make  an  accurate  judgment  about 
whether  legally  required  treatment  is  oeing  with- 
held. Short  of  outright  admissions  by  medical  staff, 
detection  of  such  withholding  normally  requires  a 
specialist's  knowledge  of  the  appropriate  level  of 
care  for  the  life-threatening  condition,  so  as  to  judge 
whether  the  treatment  being  accorded  by  the  health 
care  facility  falls  short  of  it.  Furthermore,  a  judg- 
ment about  what  care  is  appropriate  necessarily 
depends  on  an  accurate  diagnosis  of  the  child's 
condition.  Without  the  assistance  of  a  consultant 
qualified  to  make  an  independent  evaluation  of  that 
condition,  a  child  protective  services  worker  would 
in  most  cases  be  reduced  to  relying  solely  upon  the 
unconfirmed  representations  of  the  very  physicians 
whose  conduct  is  the  subject  of  investigation.*" 

45  C.F.R.  §  1340.14(c)  (1987). 
Id  §  1340.14(d). 

45  C.F.R.  §  1340.15(c)(3)  (1987). 

Id  §1340.15(d)(2)(ii)  (1987). 
1"   Mode!  Procedures,  supra  note  46,  at  229. 

The  analogy  in  a  more  "traditional"  child  abuse  case,  one  in 
which  someone  reports  that  a  neighbori.ig  child  has  been  severely 
beaten  by  her  parents,  would  be  a  child  protect;ve  services 
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-  It  was  recognized,  therefore,  that  the  key  to 
effective  enforcement  would  be  resort  to  physicians 
who  were  at  the  same  time  specialists  in  the  field  of 
treatment  alleged  to  have  been  denied  and  persons 
committed  to  the  standards  of  treatment  embodied 
in  the  Federal  law,  HHS  sought  to  provide  them  the 
key  tools— access  to  medical  records  and  the  ability 
to  conduct  an  independent  medical  examination— 
necessary  to  enable  tliem  to  obtain  the  information 
essential  to  make  an  independent  evaluation.  Under 
this  approach,  there  is  no  need  to  fmd  a  "smoking 
gun**  in  the  form  of  proof  that  treatment  has  been 
intentionally  denied  in  order  to  cause  the  child*s 
death.  It  need  only  be  determined,  by  the  consulting 
expert  or  experts,  that  in  order  to  meet  the  federally 
defmed  standard  of  care,  the  child  needs  treatment 
she  or  he  is  not  getting. 


worker  restricted  to  asking  the  parents  to  describe  the  child's 
wounds,  without  being  able  to  look  at  the  child. 


Accordingly,  the  Final  Rule  required  that  State 
agencies  specify  procedures  they  will  employ  to 
obtain  access  to  medical  records  when  necessary  for 
an  appropriate  investigation  of  a  report  of  medical 
neglect,  and  a  court  order  for  an  independent 
medical  examination  when  necessary  for  an  appro- 
priate resolution  of  such  a  report."' 

Conclusion 

The  Child  Abuse  Amendments  of  1984,  the 
product  of  considenible  debate  and  negotiation,  set 
out  a  detailed  and,  for  the  most  part,  unambiguous 
but  nuanced  standard  of  care  which  States  that 
receive  Federal  funds  for  their  child  abuse  and 
neglect  programs  must  enforce  among  health  care 
facilities.  If  adequately  enforced,  the  law  would 
provide  strong  protection  for  many  children  with 
disabilities  against  denial  of  lifesaving  treatment. 

»»  45  C.F.R.  §  1340.15(c)(4)  (1987).  The  regulation  permitted 
States  to  show  that  they  may  obtain  an  independent  medical 
examination  in  some  manner  other  than  with  a  court  order. 
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10. 


Chapter  8 

Constitutioiial  Issues 


Since  the  record  developed  by  the  Commission 
demonstrate  that  persons  with  disabilities  have  been 
denied  necessary  medical  caro  on  the  basis  of  their 
disabilities,*  and  that  neither  Federal,  State,  nor 
local  protective  agencies  make  it  a  practice  to 
intervene  on  their  behalf,^  two  constitutional  ques- 
tions arise: 

First:  whether  constitutional  rights  are  at  stake  in 
disputes  over  the  denial  of  medical  treatment  for 
newborns  and  other  persons  with  disabilities;  and 
Second:  if  so,  whether  there  exist  under  State-  and 
Federal  law  adequate  substantive  and  procedural 
safeguards  (including  a  forum)  to  protect  those 
rights. 

Such  an  inquiry  can  be  obscured  by  the  technical 
nature  of  the  medical  decisionmaking  process,  the 
deference  the  law  gives  to  parental  choices  alleged 
to  be  in  the  best  interests  of  their  children,  and  the 
power  of  the  States  over  matters  of  family  law. 
Nonetheless,  it  is  important  to  note  that  the  factual 
setting  of  denial  of  treatment  cases  is  critical  to  an 
analysis  of  their  constitutional  aspects.  Based  on  the 

«   Sec  chaps.  1,  9. 

*  Sec  chaps.  10-12.  See  also  United  States  v.  Univ.  Hosp.,  729 
F.2d  144  (2d  Cir.  1984);  Am.  Academy  of  Pediatrics  v.  Heckler, 
561  F.Supp.  395  (D.D.C.  1983);  In  re  Infant  Doc»  No.  GU82O4-O0 
(Cir.  Ct.  Monroe  County,  Ind,  Apr.  12,  1982).  ajpdsub  nonu  State 
of  Indiana  on  Relation  of  Infant  Doe  by  Guardian,  No.  482  S139 
(Ind.  S.Ct,  May  27,  1982),  No.  482  S.140  (Ind.  S.a.  Apr.  26, 
1983),  cert  denied,  464  U.S.  961  (1983). 

*  That  the  factual  record  is  significant  to  a  complete  understand* 
ing  of  both  the  statutory  and  constitutional  policy  issues  which 
can  arise  in  denial  of  treatment  cases  is  illustrated  oy  the  U.S. 
Supreme  Court's  ruling  \u  Bowcn  v.  Am.  Hosp.  Ass'n,  476  U.S. 
610  (1986).  Justice  Stevens'  opinion  for  the  plurality  rested  its 
holdmg  that  section  504  of  the  Rehabilitation  Act  of  1973  did  not 
ap;,ly  to  denial  of  treatment  cases,  where  parental  consent  was 
refused,  where  Uiere  was  a  lack  of  a  clear  factual  record  that 


record  developed  during  the  Commission's  inquiry, 
at  least  four  basic  types  of  denial  of  treatment  cases 
can  be  identified:^ 

1.  C^ses  where  the  denial  of  treatment  reflects 
the  medical  judgment  of  the  attending  physicians 
that  the  treatment  would  not  be  useful  to  the 
patient^  and  that  the  parents  or  guardians  have 
given  a  fully  infonred  consent  to  the  denial  of 
treatment; 

2.  cases  where  medical  professionals  present 
inadequate  or  prejudiced  information  concerning 
the  future  quality  of  life  of  individuals  with  the 
particular  disability  in  question,  and  the  refusal  by 
the  parent  or  guardian  to  consent  to  otherwise 
useful  treatment  is  based  on  sue!  information; 

3.  cases  where  medical  and  other  qualified  pro- 
fessionals make  a  full  and  fair  presentation  of  the 
child's  present  medical  needs,  the  limitations 
associated  with  the  disability,  and  the  rehabilita- 
tion and  support  services  resources  available,  but 
the  parents  refuse  consent  based  on  either  their 
own  view  of  the  future  quality  of  life  of  individu- 

discrimin&.4on  on  the  basis  of  handicap  influenced  the  parental 
choice  to  refuse  consent.  476  U.S.  at  636  &  n.22  (Stevens,  J., 
plurality  opinion).  See  also,  476  U.S.  at  653-54  &  n.7,  656-63 
(White,  J.,  dissenting).  Giver  the  breadth  of  the  injunction  that 
limits  the  power  of  the  Secretary  of  Heath  and  Human  Services 
to  intervene  under  section  504  on  behalf  of  infants  with  disabiii* 
ties,  it  is  arguable  that  Bowcn  itself  is  a  legal  development  that 
may  have  the  effect  of  leaving  unregulated  acts  which  do,  in  fact, 
"constitut[e]  discrimination  or  a  denial  of  equal  protection  of  the 
laws  under  the  Constitution,  because  of  race,  color,  religion,  sex, 
age,  handicaps  or  national  origin  or  in  the  administration  of 
justice."  42  U.S.C.A.  §1975c(2)  (1988).  See  Am.  Hosp.  Ass'n  v. 
Heckler,  585  F.Supp.  541  (S.D.N.Y.,  1984).  ajpd  in  reliance  on 
United  States  v.  Univ.  Hosp.,  729  F.2d  144  (2d.  Cir,  1984),  794 
F.2d  676  (2d.  Cir,  1984).  For  a  full  discussion  of  the  Bowen  case 
see  chap.  6. 
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als  with  the  particular  disability  in  question  or 
their  view  of  the  burden  that  caring  for  such  a 
child  will  place  on  them  or  their  family;  and 
4.  cases  where  agencies  charged  with  the  protec- 
tion of  children  or  persons  with  disabilities  have 
reason  to  believe  that  a  disability,  rather  than  the 
need  for  and  usefulness  of  treatment,  was  the 
determinative  factor  in  the  decision  to  deny 
treatment,  and  the  agency  declines  to  intervene, 
even  though  it  would  do  so  if  the  child  in  question 
did  not  have  a  disability. 
Part  one  of  this  chapter,  therefore,  examines  the 
nature  and  extent  of  the  equal  protection  and 
procedural  due  process  constitutional  rights  at  stake 
in  the  types  of  denial  of  treatment  cases  raised 
above.  Part  two  examines  the  interests  and  rights  of 
parents  as  potential  substantive  limitations  on  the 
recognition  and  protection  of  such  rights,  and  part 
three  discusses  the  ability  and  willingness  of  courts 
to  protect  tlie  rights  of  newborns  denied  treatment 
on  the  basis  of  disability.  The  chapter  concludes 
with  a  discussion  of  whether  or  not  there  is  a  need 
for  Federal  legislative,  administrative,  or  judicial 
intervention  on  behalf  of  newborn  children  who  are 
denied  treatment  on  the  basis  of  disability. 

The  Constitutional  Rights  of  Newborn 
Children  with  Disabilities 

The  constitutional  right  of  newborn  children  to 
due  process  and  equal  protection  of  the  law  is  not 


*  U.S.  Cons*;  amend.  XIV.  §  I.  Although  this  language  applies 
only  to  the  Suus,  the  Supreme  Court  has  held  that  *'(t]he  federal 
sovereign,  like  the  States,  must  govern  impartially.  The  concept 
of  equal  justice  under  law  is  served  by  the  Fifth  Amendment's 
guarantee  of  due  process,  as  well  as  by  the  Equal  Protection 
Clause  of  the  Fourteenth  Amendment."  Hampton  v.  Mow  Sun 
Wong,  426  U.S.  88,  100  (1976).  Accord,  United  Sutcs  Dep*t  of 
Agriculture  v.  Moreno,  413  U.S.  528,  533,  n.  5  (1973);  Boiling  v. 
Sharpe,  347  U.S.  497,  499  (1954). 

»  In  re  Gault,  387  U.S.  I,  13  (1967)  C*[W]hatcver  may  be  th  iir 
precise  imp£  n,  neither  the  Fourteenth  Amendment  nor  the  Bill  of 
Rights  is  for  adults  alone.").  Accord  Thompson  v,  Oklahoma,  108 
S.Ct.  2687  (1988)  (death  penalty  for  minors);  Goss  v.  Lopez,  419 
U.S.  565  (1975)  (procedural  due  process).  The  liberty  interests  of 
children  are  also  protected,  though,  in  some  cases,  to  a  lesser 
degree  tlian  for  adi'lts.  See,  e.g„  Hazel  wood  School  Dist.  v, 
Kuhlraeier,  108  S.Ct.  562  (1988);  Tinker  v.  Dcs  Moines  School 
Dist.,  393  U.S.  503  (1969);  West  Virginia  Bd.  of  Ecur  v. 
Bamette,  319  U.S.  624  (1943). 

•  City  of  Cleburne  v.  Cleburne  Living  Center,  473  U.S.  432 
(1985)  [hereinafter  Cleburne  Living  Center]. 

»  See.  e,g„  Cleburne  Living  Center,  473  U.S.  432  (1985) 
(constitutional  standard  for  discrimination  against  the  persons 
with  disabilities  in  cases  involving  exclusionary  zoning);  Consoli* 
dated  Rail  Corp.  v.  Darrone,  465  U.S.  624  (1984)  (coverage  of 
funded  programs);  Alexander  v.  Choate.  469  U.S.  287  (1985) 
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open  to  question.  Section  1  of  the  14th  amendment 
provides  in  relevant  part  that: 

All  p<;rsons  bom  or  naturalized  in  the  United  States  and 
subject  to  the  jurisdiction  thereof,  are  citizens  of  the 
United  States  and  of  the  State  wherein  they  reside.  No 
State  shall  make  or  enforce  any  law  which  shall  abridge 
the  privileges  oi  immunities  of  citizens  of  the  United 
States;  nor  shall  any  State  deprive  any  person  of  life, 
liberty,  or  property,  without  due  process  of  law;  nor  deny 
to  any  person  within  its  juris<iiction  the  equal  protection  of 
the  laws.* 

As  persons  who  are  also  citizens,  persons  with 
disabilities,  including  newborn  children,*  are  enti- 
lied  to  the  same  legal  protection  of  their  lives, 
physical  integrity,  and  procedural  due  process  rights 
as  infants,  children,  and  adults  without  disabilities.* 

Equal  Protection  of  the  Laws 

The  legal  standards  governing  discrimination  on 
the  basis  of  handicap  or  disability  are  undergoing 
rapid  development  as  developments  in  vocational 
rehabilitation,  biotechnology,  and  medicine  influ- 
ence changes  in  public  attitudes  toward  those  with 
disabilities,"  Federal  law  requires,  among  other 
things,  that  any  federally  funded  program  or  activity 
must  refrain  from  discriminating  against  an  "other- 
wise qualified"  individual  "solely  on  the  basis  of  his 
handicap"*  and  that  children  with  disabilities  must 
be  offered  equal  educational  opportunities.*  Many 

(application  of  "disparate  impact"  theory  as  a  matter  of  law  or 
regulation);  Smith  v.  Robinson,  468  U.S.  992  (1984)  (relationship 
of  the  Educa^on  of  the  Handicapped  Act,  20  U.S.C.A. 
§§  3400-1485,  (1982)  [hereinafter  cited  as  E.HA.j  to  section  504  of 
the  RehabiliUtion  Act  of  1973,  29  U.S.CA.  §794  (1982)  and  the 
14th  amendment);  Bd.  of  Educ.  v.  Rowley,  458  U.S.  176  (1982) 
(extent  of  rights  under  E.H.A.);  Southeastern  Community  Col- 
lege V.  Davis,  442  U.S.  397  (1979)  Gimits  on  reach  of  section  504). 
See  abo,  Americans  with  Disabiliticf  Act  of  1988,  S.  2345,  lOOth 
Cong.,  2d  Sess. 

•  Section  504  of  the  Rehabilitation  Act  of  1973,  29  U.S.C.A. 
§794  (1988)  provides,  in  relevant  pirt: 

No  otherwise  qualified  individual  with  handicaps.  .  .shall, 
solely  by  reason  of  his  handicap,  be  excluded  from  the 
participation  in,  be  denied  the  benefits  of,  or  be  subjected  to 
discrimination  under  any  program  or  activity  receiving 
Federal  financial  assistance.  .  .  . 
See  Consolidated  Rail  Corp.  v.  Darrone,  465  U.S.  624  (1984) 
(Federal  funds  need  not  be  given  with  the  "primary  objective"  of 
promoting  employment  to  subject  the  recipient  to  the  require- 
ments of  section  504).  Tlie  definition  of  the  term  "handicapped 
indiyiduar  is  found  in  29  U.S.CA.  §706(8KB)  (1988):  "the  term 
•individual  with  handicaps*  mcan^  .  .any  person  who  (i)  has  a 
physical  or  mental  impairment  which  substantially  limits  one  or 
more  of  such  person's  major  life  activities,  (ii)  has  a  record  of  such 
an  impairment,  or  (iii)  is  regard?  as  having  such  an  impairment." 
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State  and  local  laws  provide  similar  protection.*^ 
The  appropriate  place  to  begin"  an  analysis  of  the 
appropriate  equal  protection  standard  for  "disabili- 
ty**  cases  is  Congress'  prohibition  against  discrimina- 
tion against  those  with  diaabilities  in  federally 
funded  programs,  including  its  expression  of  particu- 
lar concern  about  medical  care  discrimination 
against  infants  with  disabilities.*' 

In  a  series  of  cases  elaborating  on  various  Federal 
laws  governing  the  rights  of  persons  with  disabili- 
ties," the  United  States  Supreme  Court  has  held 
that  the  intent  of  these  laws  is  twofold:"  to  protect 
those  with  disabilities  from  the  discrimmatory  acts 
of  others"  and  to  eliminate  what  might  be  called 
"benign  neglect"  based  on  "thoughtlessness  and 
indifference."*^  The  Court  has  also  held  that 
discrimination  on  the  basis  of  disability  is  a  violation 
of  the  equal  protection  clause  of  the  14th  amend- 
ment when  the  government  is  unable  to  demonstrate 
that  its  rationale  for  the  challenged  discriMnatory 
activity  is  grounded  in  an  unprejudiced  evaluation  of 
the  differences  caused  by  the  disability  itself.*' 

"  Stftf,  fcg;,  Fla.  Stat.  Ann.  §760.10  (West  Supn.  1985);  N.  Dak. 
Cent.  Code  §§  14-02.4-03  to  4-06.  14-02.4-08  (1981);  Ohio  Rev. 
Code  §41^2.02  (Page  1984);  Tenn.  Code  Ann.  §8-50-103»  104 
(1979).  UrC^ke  the  Federal  Government,  the  States  are  not 
constrained  by  a  Federal  constitutional  requircmcDl  that  nondis- 
crimination provisions  relating  to  private  sector  discrimination  on 
tlie  basis  of  disability  must  be  tied  to  a  funding  source  or  some 
matter  of  Federal  concern  such  as  interstate  commerce.  As  a 
result,  they  may,  and  do,  prohibit  private  sector  discrimination 
directly. 

"  This  is  AOt  to  say  that  constitutional  and  legislative  standards 
are  the  same,  but  merely  to  point  out  that,  whatever  the 
constitutional  standard  of  protection.  Congress  retains  the  ability 
to  mandate  a  minimum  level  of  additional  protection  which  is  not 
otherwise  inconsistent  with  the  Constitution.  U.S.  Const,  amend. 
XIV,  §5.  Katzcnbach  v.  Morgan,  384  U.S.  641,  651-52  n.lO 
(1966). 

«  Child  Abuse  Amendments  of  1984,  42  U.S.C.A.  §§5101-5103 
(Supp.  1988).  For  a  full  discussion  of  the  law,  sec  chap.  7. 
»  Sec  cases  cited  supra  note  7, 

"  That  the  congressional  concern  was  for  both  the  social  welfare 
and  the  civil  rights  of  persons  with  disabilities  is  critically 
important  to  an  understanding  of  the  Supreme  Court's  approach 
todisabilUy  cases,  and  to  the  approach  taken  by  this  Commission 
in  this  report  and  others.  Sec  U.S.  Commission  on  Civil  Rights, 
Accommodating  the  Spectrum  of  Individual  Abilities  (1983). 
There  is  an  inherent  relationship  between  civil  rights  law  and 
social  welfare  policy,  yet  they  address  separate  problems.  PenMns 
in  need  of  material  or  economic  assistance  often  need  the  legal 
protection  aflcrded  by  thft  civil  rights  laws.  Proof  of  material 
need,  however,  is  not  necessary  to  state  a  claim  under  the  civil 
rights  laws. 

»  See  Alexander  v.  Choale,  469  U.S.  287  (i?85)  (holding  that 
section  504  would  clearly  cover  cases  of  intentional  di*c-rimina* 
tion  against  Uie  persons  with  disabilities,  but  refusmg  to  hold 
either  that  the  regulations  promulgated  under  the  statute  are 


Cleburne  v.  Cleburne  Living  Center 

In  City  of  Cleburne  v.  Cleburne  Living  Center,^*  a 
unanimous"  Supreme  Court  ruled  ibat  the  equal 
protection  clause  forbids  exclusionary  zoning  thzt 
would  make  it  impossible  for  people  with  mental 
retardation  to  live  in  a  neighborhood  group  home 
environment.*^  The  Court  began  its  discussion  of 
the  cor.stitutional  standards  that  govern  legislation 
having  an  adverse  impact  on  the  mentally  retarded 
with  a  review  of  the  general  standards  that  are 
applicable  tc  cases  raising  equal  protection  claims, 
and  held  that  meu^al  retardation  is  not  a  "quasi- 
suspect  classification  calling  for  a  more  exacting 
standard  of  judicial  review  than  is  normally  accord- 
ed economic  and  social  legislation.**^^  Ifistead,  the 
Court  chose  a  minimum  rationality  standard,  and 
highlighted  the  obvious  relationship  between  the 
social  and  constitutional  concerns  that  motivated  its 
choice: 

First.  .  .those  who  are  mentally  retarded  have  a  reduced 
ability  to  cope  with  and  function  in  the  everyday 
worid.  .  .  .(T]hey  range  from  those  whose  disability  is 
not  immediately  evident  to  those  who  must  be  constantly 

limited  io  such  cases  or  that  the  statute  necessarily  comprehends 
the  usn  of  "disparate  impact**  analysis);  Consolidated  Rail  Corp. 
V.  Darrone,  46is  U.S.  62^  (1984)  (coverage  of  funded  programs); 
Smith  V.  Robinson,  468  U.S.  992  (1984). 
>^  Alexander  v.  Choate,  469  U.S.  287,  295  &  nn.  12-16.  (1985). 
The  sources  cited  in  the  Court*s  footnote*  make  it  clear  that  a 
bright  line  was  drawn  between  ''thoughtlessness  and  indiffer* 
ence**  which,  though  neglecting  the  needs  of  the  persons  with 
disabilities,  might  be  considered  "benign**  in  that  they  are  not 
intentional  or  "invidious**: 

To  be  sure,  well-catalogued  instances  of  invidious  discrimina- 
tion against  the  handicapped  do  exist.  See,  e.g..  United  States 
Commission  on  Ci^^il  Rights,  Accommodating  the  Spectrum 
of  Individual  Abilities,  Ch.  2  (1933);  Wegner,  The  Antidiscri* 
mination  Model  Reconsidered:  Ensuring  Equal  Opportunity 
Without  Respect  to  Handicap  Under  Section  504  of  the 
Rehabilitation  Act  of  1973,  69  Cornell  L.  Rev.  401,  403  n.2 
(1984). 

469  U.S.  at  295,  n.  12.  Intentional  neglect  of  the  needs  of  persons 
with  disabilities^uch  as  denying  food  and  water  (nutrition  and 
hydration)  or  necessary  medical  care  because  the  di>yOility  is 
alleged  to  cause  a  diminished  quality  of  life— are  not  ''benign.'* 
"  Cleburne  Living  Center,  473  U.S.  432  (1985). 
»  473  U.S.  432  (1985). 

"  Justice  Stevens  and  Chief  Justice  Burger  Joined  the  opinion  of 
the  CouH,  but  also  filed  a  concurring  opinion  advocatmg 

a  new  single  tier  standard  for  equal    protection  analysis. 

Justices  Brennan  and  Marshall  filed  an  opinion  con- 
curring in  part  and  dissenting  in  part,  which  argues 
that  the  proper  standard  for  disability  cases  is  heightened 
scrutiny,  and  that  the  ordinance  should  have  beci  declared 
invalid  on  ils  face. 
*•  Sec  chap.  4. 

Cleburne  lUv^ni,  Center,  473  U.S.  at  442.  For  a  general 
discussion  of  the^  standards,  £ee  supra  note  7. 

95 


IC4 


cared  for.  They  are  thus  different,  immutably  so,  in 
relevant  respects,  and  the  States'  interest  in  dealing  with 
and  providbg  for  them  is  plainly  a  legitimate  one.  How 
this  large  and  diversified  group  is  to  be  treated  under  the 
law  is  a  difficult  and  often  a  technical  mstter,  very  much  r^ 
task  for  legislators  guided  by  qualified  professionals  and 
not  by  the  ptrhaps  ill-informed  opinions  of  »he  judiciary. 
Heightened  scrutiny  inevitably  involves  substaiitive  judg- 
ments about  legislative  decisions,  and  we  doubt  that  the 
predicate  for  such  judicial  oversight  is  present  where  the 
classification  deals  with  mental  retardation.  .  .  .» 


Because  mental  retardation  is  a  characteristic  that  the 
government  may  legitimately  take  into  account  in  a  wide 
range  of  decisions,  and  because  both  state  and  federal 
goyernmenfs  have  recently  committed  themselves  to 
assisting  the  retarded,  we  will  not  presume » Jiat  any  given 
legislative  action,  even  one  that  disadvantages  retarded 
individuals,  is  rooted  in  considerations  that  the  Constitu- 
tion 'vill  not  tolerate." 

Althojjgh  the  practical  effect  of  the  Court's 
reflisal  to  deal  with  equal  protection  cases  involving 
persons  with  disabilities  at  a  heightened  level  of 
scrutiny  is  arguably  to  make  IL  more  difficult  to 
challenge  State  or  Federal  policies  that  are  alleged 
to  be  discriminatory,  the  m&jo.ity  opinion  by  Justice 
White  makes  it  clear  that  "rc*ftisal  to  recognize  the 
retarded  as  a  quasi-suspect  class  does  not  leave  them 
entirely  unprotected  from  invidious  discrimina- 
tion."** Even  though  the  Court  refused  to  "presume 
that  any  given  legislative  action,  [including]  one  that 
disadvantages  retarded  individuals,  is  rooted  in 
considerations  that  the  Constitution  will  not  toier- 
ate/'2*  standard  actually  applied  in  Cleburne  is 
quite  similar  to  that  applied  in  gender  cases:  it 
explicitly  requires  lower  courts  to  focus  on  the  leal 
reasons  behind  Iht  challenged  unequal  treatment  and 

«  Cleburne  Living  Center,  473  U.S.  at  442-43  (footnotes 
omitted). 

«  /i  at  446  (footnotes  omitted). 

Id.  at  446.  Justice  White's  opinion  for  the  Court  was  joined  by 
Chief  Justice  Burger  and  Justices  Powell,  O'Connor,  Rehnquist, 
nnd  Stevens. 

The  lower  court  opinions  in  Cleburne  Living  Center  are 
instructive  as  to  the  operation  of  the  standards  of  review  in 
practice.  The  district  court  was  criiiazcd  by  the  Fifth  Circuit  for 
using  a  "minimum  rationality**  test  to  uphold  the  ordinance,  both 
on  its  face  and  as  applied.  The  Court  of  Appeals  for  the  FiAh 
Circuit  held  that  the  proper  equal  prot<xtlon  test  was  'heightened 
scnitby,**  and  ruled  that  the  ordinance  was  invalid,  both  on  its 
face  and  as  applied.  726  F.2d  191  (1984). 
*»  Cleburne  Living  Center,  473  U.S.  at  446. 
•*   The  area  in  question  »  as  zoned  **R-3**  (apartment  house 
district)  and  the  ordinance  permitted  the  fcHowing  uses: 
3.  Any.'  .c  permitted  in  District  R-2. 

2.  Apatuaent  houses,  or  mulitple  dwellngs. 

3.  Boarding  and  lodging  houses. 
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to  analyze  whether  the  discriminatory  policy  is 
actually  related  to  a  legitimate  government  purpose. 

The  Supreme  Qjurt  undertook  such  an  analysis  in 
Cleburne  and  found  that  the  zoning  ordnance'*  was 
invalid  i*^der  the  equal  protection  clause.  It  found 
that  the  reason  for  the  discriminatory  treatment  was 
"the  negative  attitude  of  the  majority  of  the  proper- 
ty owii^rs  located  within  200  feet  of  the,  ,  .facility, 
as  well  as  the  fears  of  elderly  residents  of  the 
neighl>orhood."«  In  short:  "an  irrational  prejudice 
agdnst  the  mentally  retarded."" 

Denial  of  Treatment  to  Newborn  Children  with 
Disabilities 

The  record  of  the  Commissior/s  inquiry  leaves  no 
doubt  that  newborn  children  have  been  denied  food, 
water,  and  medical  treatment  solely  because  they  a*e 
perceived  to  be  disabled.  It  is  undisputed  that  the 
purpose  of  the  denial  of  treatment  was  to  end  the 
lives  of  these  children  because  of  social,  economic, 
or  eugenic  factors  unrelated  to  the  child's  medical 
need  or  abit  .^  to  benefit  from  the  proposed  treat- 
ment In  some  cases,  the  discriminatory  denial  of 
treatment  was  based  on  ignorance  and  false  stereo- 
types about  the  '-quality  of  life''  of  persons  with 
disabilities,  and  in  others,  about  the  nature  of  the 
parlL-ular  disability  the  child  would  have  if  he  or  she 
were  permitted  to  survive.  The  testimony  of  Dr. 
Walter  Owens,  the  physician  who  treated  the  origi- 
nal Baby  Doe  in  Bloomington,  Indiana,^  illustrates 
(t^  pomt. 

CoMMissiONnR  Destro.  .  .  .How  was  the  issue  of 
recommending  [a]  course  of  treatment  posed  to  the 
parents? 

4.  Fraternity  or  sorority  houses  and  dormitoricf. 

5.  Apiriment  hotels. 

6.  Hospitals,  sanitariums,  nursing  homes  or  homes  for 
convalescents  or  aged,  other  than  for  t  ;  insane  or  fc«ble- 
roinded  or  alcoholics  or  drug  addicts. 

7.  Private  clubs  or  fraternal  orders,  except  those  whose 
chief  activity  is  carried  on  as  a  business. 

8.  Philanthropic  or  eleemosynary  institutiom,  oihcr  than 
penal  institutions. 

9.  Accessory  uses  customa-ily  incident  to  any  of  the  above 
uses. 

Clebcme  V\in^  Center,  473  U.S.  at  436  n.3. 
"  I<L  at  4^8. 
»  I<L  at  450. 

Inre  Infant  Doc,  No.  GU82(W-O0  (Cir.  Ct.  Monroe  County, 
Ind.  Apr.  12,  \9Z2\  aJTd  sub  sj>m.  Slate  of  Indiana  on  Relation  of 
Infant  Doc  by  Guardian,  No.  482  SI 39  (Ind.  S.O.  May  27,  1982). 
Nr  482  S.140  (Lnd.  S.O.  Apr.  26,  1983).  cert,  denied.  464  U.S.  961 
(?983). 
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Dr.  Owens.  I  think  that's  a  little  distortion.  They  were 
not  recommended  courses  of  treatment  but  simply  alterna- 
tives. As  I  indicated  earlier,,  the  pediatrician  and  Dr. 
Schafer  and  the  family  physician,  Dr.  Wenzler,  were 
simply  saying  to  them,  "This  child  must  go  to  Riley 
Hospital  to  be  operated  on  tonight."  Fm  not  sure  they 
even  mentioned  the  Down's  syndrome  or  they  ccrtamly 
downplayed  it  and  were  giving  the  impression  to  the 
family  that  surgery  would  make  the  child  okay.  Those 
were  their  words:  'The  baby  will  be  okay." 

My  words  to  the  family  were  simply,  as  I  said  before, 
that  "I  thixsk  you  must  realize  that  if  the  child  has  the 
surgery,  and  if  the  surgery  is  successful,  that  this  child  will 
still  be  a  Down's  syndrome  child  with  all  that  that 
implies,"  and  as  I  indicated  earlier,  the  parents  were  pretty 
well-acquainted  and  had  a  good  knowledge  of  what  this 
implied.  I  said  to  them,  'There  is  the  alternative  of  doing 
nothing,  in  which  case  the  child  will  survive  a  few  days 
and  will  die."  These  were  not  recommendatioi^  in  that 
sense  at  all.  These  were  alternatives  presented  to  the 
family  o'*  what  could  be  done.  They  chose  not  to  treat  the 
child. 

Commissioner  Destro.  Is  it  fair  to  say,  then,  that  the 
decision  not  to  treat  was  based  on  the  fact  that  the  child 
had  Down's  syndrome? 

Dr.  Owens.  I  think  it  was,  and  all  that  this  impUed.  In 
other  words,  that  the  gain,  if  you  want  to  say  this,  that  to 
go  through  all  of  this,  to  treat  such  a  child  with  everything 
Uiat's  involved  in  that,  and  then  to  do  all  that  with  such  a ' 
dreary,  hopeless  outlook  as  to  the  future,  the  parents  felt 
this  was  not  mdicated  either  for  themselves  or  the  child.^ 

The  significance  of  Dr.  Owens'  approach  to  the 
treatment  of  persons  with  disabilities  was  echoed  in 
the  statements  of  other  witnesses,  and  therein  lies  the 
crux  of  the  constitutional  problem.  It  occurs  in  %ht 
of  a  history  of  discrimination  against  persons  with 
mental  disabilities  that  has  been  described  by  each 
Justice  of  the  United  States  Supreme  Court  as 
"grotesque."'*  More  important,  what  is  at  stake  in 
denial  of  treatment  cases  is  not  merely  "equal 
protection  of  the  laws"  but  protection  of  life  itself." 

Thus,  when  medical  care  decisionmaking  is  based 
on  little  more  than  personal  experience  and  hearsay 
regarding  the  capabilities  and  problems  of  persons 
with  disabilities  and  their  families— that  is,  on  deeply 
ingrained  stereotypes  that  relegate  persons  with 
disabilities  to  a  perpetually  subordinate  status — there 
can  be  no  question  that  tiie  equal  protection  clause 

Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights,  228-29  (1986)  (vol.  II). 
«  aebiime  Living  Center,  47S  U.S.  at  438,  454  (Stevens,  J., 
concurring),  461  (Marshall,  J.,  concurring  and  dissenting  in  part). 


forbids  government  action  that  either  rests  on  such 
stereotypes  or  affirms  thtm. 

Procedural  Due  Process 

The  due  process  clauses  of  the  5th  and  i4th 
amendments  require,  among  other  things,  that  cer- 
tain procedural  protections  must  be  provided  before 
the  government  may  deprive  individuals  of  life, 
liberty,  or  property.  Known  as  procedural  due 
process,  the  doctrine  is  most  frequently  interpreted 
as  providing  au  opportunity  to  be  heard  on  the  issue 
of  the  fairness  and  lawfulness  of  the  proposed 
deprivation.  The  procedure  required  is  determii^ed 
by  weighing  several  factors: 

First,  the  private  interest  that  will  be  affected  by  the 
official  action;  second,  the  risk  of  an  erroneous  deprivation 
of  such  interest  through  the  procedures  used,  and  the 
probable  value,  if  any,  of  additional  or  substitute  procedur- 
al safeguard^  and  finally,  the  Government's  interest, 
including  the  function  involved  and  the  fiscal  and  adnunis- 
trative  burdens  that  the  additional  or  substitute  procedural 
requirements  would  entail.^ 

Disabled  infants  who  are  denied  food,  water,  and 
medical  care  on  the  basis  of  their  disability  are 
denied  both  life  and  liberty.  At  a  minimum,  the  Sth 
and  14th  amendments  require  that  they  be  afforded 
procedural  due  process,  but  in  many  of  the  cases 
brought  to  the  Commission's  attention,  there  was  no 
procedural  protection  afforded  at  all.  Potential 
advocates  for  the  child  were  not  identified  and 
notified  of  the  denial  of  treatment,  nor  were  they 
given  adequate  opportunity  to  present  the  case  for 
providing  care  that  children  without  disabilities 
would  be  provided  as  a  jiatte"  i  course. 

A  thorough  evaluation  of  Cm  type  of  procedural 
protection  that  should  be  povia^  is  beyond  the 
scope  of  the  Commission's  ir.quiry,  but  the  factors 
addressed  by  the  Supreme  Court  in  Mathews  v. 
Eldridge^  coimsel  that  careful  and  informed  evalu- 
ation of  each  case  by  independent  and  disinterested 
decisionmakers  is  required."  Evidence  in  the  record 
supports  a  flndmg  that  the  risk  of  erroneous  determi- 
nations regurding  the  nature  and  extent  of  future 
disability  is  extremely  h^gh.  The  record  also  sup- 
ports fmding  that  children  have  been  deprived  of 
treatment  based  on  both  uninformed  and  biased 

»  See  Funnan  v.  Georgia,  408  U.S.  238,  272  (1972)  (Bi^nnan,  J., 
concurring)  (the  right  to  life  is  the  "right  to  have  rights'*)- 

Mathews  v.  Eldridge,  424  U.S.  319,  335  (1976). 
^  424  U.S.  319  (1976). 
"  See  r\  10-13. 
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medical  advice.  Given  the  magnitude  of  the  child's 
interest  and  the  risk  of  error  to  life  and  health,  no 
argument  has  been  made  that  t^ere  even  exists  a 
substantial  government  financial  interest  that  would 
preclude  a  hearing."  Instead,  it  has  been  argued  that 
the  private  nature  of  most  medical  care  decisionmak- 
ing, as  well  as  the  substantial  deference  accorded 
parents  in  the  care  and  upbringing  of  their  children 
counsels  against  government  intervention  on  behalf 
of  newborn  children  with  disabiliti'^s. 

Factors  Limiting  the  Rights  of  Newborn 
Children  with  Disabilities 

Relevance  of  "Privacy" 

Although  the  term  "privacy"  appears  in  several 
State  constitutions,'^  it  does  not  appear  in  the 
Constitution  of  the  United  States.  As  commonly 
understood  in  constitutional  law,  the  term  "pri\  acy" 
refers  to  two  distinct  concepts:  (i)  the  inviolability 
of  one's  person,  home,  or  things  from  unreasonable 
governmental  intrusions;  and  (2)  individual  autono- 
my or  liberty  with  respect  to  certain  matters 
important  to  one's  person  or  the  course  of  one's  life 

**  There  are,  in  fact,  existing  mech&^ms  for  such  hearings.  The 
question  for  present  purposes  is  whether  they  should  be  required 
as  a  matter  of  procedural  due  process.  See  chaps.  10-13. 
"  E.g.,  A!iiz,  Const,  art  II,  sec.  8;  Fla.  Const,  art,  I,  sec.  23 
(1980)  Wash.  Const,  art  1,  sec.  7. 
"  See  generally,  Whalen  v.  Roc,  429  U.S.  589  (1977). 
*•   U.S.  Const,  amend.  IV:  *The  right  of  the  people  to  be  secure 
in  their  persons,  houses,  papers,  and  effects,  against  unreasonable 
searches  and  seizures,  shall  hot  be  violated,  and  no  Wrnants  shall 
issue,  but  upon  probable  cause,  supported  by  Oath  or  affirmation, 
and  particularly  describing  the  place  to  be  searched,  and  the 
persons  or  things  to  be  seized." 

U.S.  Const,  amend.  XIV,  sec.  1:  **nor  shall  any  State  deprive 
any  person  of  life,  liberty,  or  property,  without  due  process  of 
law;  " 

"  See^  e.g.,  Meyer  v.  Nd)raska,  262  U.S.  390  (1923)  (autonomy  to 
make  educational  decisions;  invalidating  State  law  which  forbade 
teaching  any  language  other  than  English);  Griswold  v.  Connecti- 
cut, 381  U.S.  479  (1965)  (autonomy  of  married  persons  to  use 
contraceptives;  invalidating  State  laws  prohibiting  the  use  of  birth 
control  devices);  Roc  v.  Wade,  410  U.S.  113  (1973),  reh'g  denied, 
478  U.S.  1039  (1986)  (autonomy  to  choose  abortion;  invalidating 
State  laws  protecting  the  unborn).  But  see  Bowers  v.  Hardwick, 
478  U.S.  186  (1986),  reh'g  denied  410  U.S.  959  (1973)  (refusing  to 
recognize  autonomy  of  homosexuals  to  engage  in  consensual 
sodomy,  but  reserving  detision  wi'ii  respect  to  sodomy  by 
married  couples). 

*»  Kg,,  Am.  Academy  of  Pediatrics  v.  Heckler,  561  F.  Supp.  395, 
402-03  (D.D.C  1983)  (dictum).  Apcther  example  is  found  in 
Rasmussen  v.  Fleming,  154  Ariz.  207,  741  P.2ci  674,  682  (1987)  in 
which  the  Arizona  Supreme  Court  construed  article  2,  section  8, 
of  the  Arizona  Constitution,  which  provides  that  ''No  person 
shall  be  disturbed  in  his  private  affairs,  or  his  home  invaded, 
without  authority  of  law,"  to  include  the  right  of  a  competent 
adult  to  grant  anotlier  a  proxy  to  refuse  medical  treatment  on  the 
grantor's  behalf  should  he  or  she  become  incompetent. 
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(e.g.,  marriage,  sex,  childbearing)."  The  protection 
for  the  locational  aspect  of  privacy  is  found  in  the 
4th  amendment,**  whereas  the  due  process  clause  of 
the  14th  amendment*^  is  generally  held  to  be  the 
basis  of  the  rights  of  individual  autonomy  that  the 
United  States  Supreme  Court  has  recognized  over 
the  years.**  It  is  in  the  latter  sense— individual 
autonomy— that  the  term  "right  to  privacy '  is  used 
in  cases  involving  the  right  to  refuse  medical 
treatment  for  oneself  or  others.** 

Control  and  Upbringing  of  Children 

It  has  long  been  held  that  parents  have  constitu- 
tionally protected  interests  in  the  custody,  care,  an ' 
control  of  the  upbringing  of  their  children.*'  It  is 
also  well-settled  that  the  government  may  override 
parental  decisions  when  the  life,  health,  or  safety  of 
the  child  is  endangered.**  The  reluctance  of  courts 
to  intervene  in  disputes  involving  parental  authority 
over  children  is  evident  in  several  of  the  reported 
cases  involving  denial  of  medical  treatment  to 
infants  and  children  with  disabilities.**  Nevertheless, 

«  See,  e.g..  Smith  v.  Org.  of  Foster  Families,  431  U.S.  816  (1977); 
Wisconsin  v.  Yoder,  406  U.S.  205  (1972)  (education);  May  v. 
Anderson,  345  U.S.  528  (1953)  (custody);  Pierce  v.  Society  of 
Sisters,  268  U.S.  510  (1925);  (education);  Behn  v.  Timmons,  345 
So.2d  388,  389  (Fla,  App.  1977)  ("a  natural,  God-given  right"); 
New  Hampshire  v.  Robert  H.,  118  N.H.  713,  393  A.2d  1387 
(1978).  See  generally,  B.C  Hafen,  The  Constitutional  Status  of 
Marriage,  Kinship,  and  Sexual  Privacy— Balancing  the  Individual 
and  Social  Interests,  81  Mich.  L.  Rev.  463  (1983). 
**  See,  e.g..  Prince  v.  Massachusetts,  321  U.S.  158  (1944)  (child 
labor).  In  In  re  Rinker,  117  AM  780  (Pa.  Super.  1955),  for 
e;«amp]e,  the  court  discussed  the  policy  considerations  supporting 
involuntary  deprivation  of  child  custody  for  neglect  as  follows: 
It  is  a  serious  matter  for  the  long  arm  of  the  state  to  reach 
into  a  home  and  snatch  a  child  from  its  mother.  It  is  a  power 
which  a  government  dedicated  to  freedom  for  the  individual 
should  exercise  with  extreme  care,  and  only  where  the 
evidence  clearly  establishes  its  necessity.  .  .  . 
Under  our  system  of  government  children  are  not  the 
property  of  the  state  to  be  reared  only  where  and  under  such 
conditions  as  ofricials  deem  best. 

The  power  of  the  juvenile  court  is  not  to  adjudicate  what  is 
for  the  best  interests  of  a  child,  but  to  adjudicate  whether  or 
not  the  child  is  neglected.  In  re  Rose  Child  Dependency 
Case,  161  Pa.  Super.  204,  208,  54  A.2d  297  (1947). 
Accord  Petition  of  Kauch,  358  Mass.  327,  264  N.R2d  371  (1970). 
Cf,  In  the  Matter  of  Baby  M,  109  N.J.  396,  537  A.2d  1227  (1988) 
(rejecting  both  the  right  of  parental  consent  and  an  absolute  right 
of  procreational  autonomy  where  important  State  and  child 
interests  are  at  stake.)  See  generally,  Thomas,  Child  Abuse  and 
Neglect  Part  I:  Historical  Overview,  Legal  Matrix,  and  Social 
Perspectives.  50  N.C.  L.  Rev.  293  (1972);  Note,  State  Intrusion  into 
Family  Affairs:  Justifications  and  Limitations,  26  Stan.  L.  Rev 
1383  (1974). 

See.  e.g,  Bowen  v.  Am.  Hosp.  Ass'n,  476  U.S.  610  (1986); 
United  States  v.  Univ.  Hosp.,  729  F.2d  144  (2d  Cir.  1984);  Am. 
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the  Supreme  Court's  concern  for  parental  preroga- 
tives has  always  been  tempered  by  the  recognition 
that  there  is  broad  legislative  authority  to  protect 
children  from  the  misguided,  negligent,  or  harmful 
acts  of  parents.** 

Parental  Autonomy  and  Medical  Decisionmaking 

The  testimony  developed  during  the  course  of  the 
Commission's  two  hearings  on  the  protection  of 
newborns  with  disabilities  lef*.  no  doubt  that  parental 
choice  in  medical  decisionmaking  is  strongly  influ- 
enced by  attitudes  and  prejudices  reflectwi  in  the 
suggestions  of  attending  physicians,  medical  staff, 
and  others  close  to  the  family,  such  as  clergymen 
and  other  family  members.*^  Parents  generally 
strive  to  act  in  the  best  interests  of  their  children., 
whether  those  children  have  disabilities  or  not,  and 
seek  out  medical  advice  to  assist  them  in  the  diilicult 
decisionmaking  process  which  surrounds  any  medi- 
cal care  decision  of  consequence.*'  Thus,  the  first 
situation  described  iii  the  introduction  to  this  chap- 
ter—fully informed  parents  who  refuse  consent  to 
medical  treatment  that  is  either  not  useful  or  burden- 
some to  their  child— was  not  the  subject  of  any  part 
of  thu  Commission's  inquiry. 

It  is  only  v/hen  parents  aic  alleged  to  be  neglect- 
ing the  child's  health  interests  that  the  cause  for 
govemmeiital  intervention  on  behalf  of  the  child 
arises.  To  speak  of  parental  or  familial  autonomy  or 
"privacy"  in  such  a  situation  would  be  to  argue  that 
governmental  intervention  is  inappropriate  even  in 
the  face  of  a  charge  of  parental  neglect.  The  fact 
that  the  .child  is  bom  with  a  disability  does  not 
change  the  analysis. 

The  significant  issues  for  constitutional  purposes 
arise  when  parental  or  guardian  refusal  to  consent  to 
medical  treatment  for  a  person  with  a  disability  is 
not  based  on  a  medically  defensible  difference  of 
opinion  about  the  harmful  or  useVss  nature  of  the 
proposed  treatment.  Instead,  it  is  based  on  either:  (1) 
lack  of  adequate,  accurate  information  about  the 
disability  itself;  or  (2)  irrational  or  negative  attitudes 
and  prejudices  about  the  quality  of  life  of  persons 


Academy  of  Pediatrics  v.  Heckler,  561  F.Supp.  395  (D.D.C. 
1983);  Weber  v.  Stony  Brook  Hosp..  60  N.Y.2d  208,  456  N.E.2d 
1 186  (1983),  QfTz,  95  A.D.2d  587, 467  N.Y.S.2d  685  (App.  Div.  2d 
Dcpt  1983);  In  re  Phillip  B.,  A  Minor,  No.  66103  (Super.  Q., 
Santa  Qara  County,  Cal.,  Apr.  27,  1978),  aJTd,  92  Cal.  App.  3d 
796  (1979),  cert  denied.  445  U.S.  749  (1980). 

Parham  v.  J.R.,  441  U.S.  584  (1979);  Prince  v.  Massachusetts, 
321  U.S.  158  (1944). 

Sec  chap.  2. 


with  disabilities  generally,  or  of  persons  with  similar 
disabilities.** 

The  record  explicitly  supports  a  finding  that 
medical  care  decisions  affecting  persons  with  disabil- 
ities—particularly mental  disabilities— are  strongly 
influenced  by  a  lack  of  adequate  information  about 
such  important  matters  as  rehabilitation  opportuni- 
ties, costs,  and  community  support.'®  Physicians  and 
medical  personnel  often  do  not  provide  the  informa- 
tion pafcnts  need,  and  many  times  the  information 
that  is  provided  is  simply  wrong  or  out  of  date.'* 
State  child  protective  agencies  have  an  educational 
intervention  role  to  play  in  such  cases.'^  In  the 
small,  but  significant,  number  of  cases  that  are  also 
influenced  by  negative  attitudes  about  persons  with 
disabilities,''  State  refusal  to  intervene  to  protect 
their  interest*;  raise  serious  equal  protection  prob- 
lems. 

The  medical  neglect  statutes  discussed  in  chapters 
S  and  7  address  each  of  these  concerns,  and  they 
need  not  be  repeated  here.  Tlie  important  point  is 
that  parental  and  legal  guardianship  rights  to  make 
medical  care  decisions  for  dependent  persons  are 
subject  to  government  oversight  on  behalf  of  the 
dependent.  There  is  simply  no  other  way  to  protect 
a  dependent's  interests. 

For  purposes  of  making  policy,  however,  the 
difference  between  an  argument  based  on  an  alleged 
constitutional  right  to  parental  autonomy  and  one 
based  on  the  common  law  or  statutory  right  of 
parents  or  guardians  to  refuse  medical  treatment  is 
that  the  autonomy  argument  is  far  broader.  In  a  case 
asserting  the  common  law  or  statutory  right  to 
refuse  treatment,  the  best  interests  of  affected  indi- 
viduals are  the  central  issues,  and  appropriate  guide- 
lines can  be  written  to  protect  both  the  parental  or 
guardianship  relationship  and  the  interests  of  the 
child  or  ward.  As  a  matter  of  common  or  judge- 
made  law,  such  standards  can  be  modified  in  whole 
cr  in  part  by  legislation.  Constitutional  rights  to 
privacy  (autonomy),  however,  operate  as  limits  on 
the  pOA^er  of  the  government  to  make  any  regula- 

«  Id 

See,  supra,  text  oxompanying  notes  13-16  (distinguishing 
between  actions  based  on  "thoughtlessness  and  indifference"  ;:r.d 
those  based  on  prejudice). 

See  chaps.  2,  3,  and  9. 
"  See  chaps.  2  and  3. 
w  See  chap.  10. 
»*  See  chaps.  W  and  9. 
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tions  at  all  regarding  the  subject  matter.*^  Decisions 
based  squarely  on  constitutional  concepts  of  parental 
autonomy  reflect  a  policy  position  that  seeks  to 
remove  the  issues  from  legislative  or  executive 
competence  altogether."  Such  a  proposition  finds 
little,  if  any,  support  in  the  case  law." 

^ttbstitcted  Judgment^:  The  Right  to  Refiise 
Medical  IVeatment  by  Pro^ 

Often  raised  in  denial  of  treatment  cases  is  the 
right  of  an  individual  to  consent  to  or  refuse  medical 
treatment  This  right,  however,  is  not  absolute,  even 
for  a  competent  adult  who  seeks  to  rrfuse  personal 
treatment.*^  It  must  give  way  in  the  face  of 
important  governmental  mterests  m  protecting  oth- 
ers: 

1.  Tlie  preservation  of  life; 

2.  the  protection  of  interests  of  innocent  third 
parties  (e.g.,  children  and  other  dependents); 

3.  the  prevejition  of  suicide;  and 

4.  the  maintenance  of  the  ethical  integrity  of  t"  e 
medical  profession." 

In  the  cfse  of  newborns  with  disabilities,  this 
interest  manifests  itself  m  the  principle  that  parents 
and  legal  guardians  may  give  or  withhold  consent  to 
medical  treatment  for  their  children  or  wards, 
subject  to  the  power  of  the  government  to  prevent 
medical  neglect."  By  definition,  an  infant  is  incapa- 


»*  C/  In  the  Matter  of  Baby  M,  109  NJ.  396.  537  A.2d  1227 
(192>o)  (holding  that  where  important  interests  of  the  child  are  at 
$tak<;,  parental  consent  is  not  the  detennmative  considi^ration; 
rejfxting  absolute  right  of  procxcational  autonomy  which  would 
support  an  absolute  parental  discretion  over  the  health  and 
welfare  of  the  child). 

"  See,  e.g.»  In  re  Peter,  108  NJ.  365,  529  A.2d  419,  427  (1987) 
(decided  on  nonconstitutiocal  grounds);  In  re  Colyer,  99  Wash*2d 
114,  119-21,  660  P.2d  738  (1983)  (decided,  in  part,  on  constitu- 
tional grounds).  For  an  intetesting  discussion  of  the  relationship 
between  the  concepts  of  consent  and  constitutionally  based 
privacy  or  autonomy,  see  In  the  Matter  of  Baby  M,  109  N J.  396, 
468  n,16,  537  A.2d  1227  (1988). 

See,e.^p  Planned  Parenthood  of  Central  Missouri  v.  Danforth, 
428  U.S.  52  (1976)  (parents'  statutory  right  to  refuse  consent  to 
minor's  abortion  ovmidden  on  constitutional  grounds);  Prince  v. 
Massachusetts,  321  U.S.  158  (1944)  (State  interest  in  health  of 
chOdren  outivdghs  guardian's  right  to  employ  the  child  in  a 
manner  the  State  bas  determined  to  be  harmful).  See  obo  cases 
cited  supra  note  55. 

In  re  Conroy,  98  N.J.  321,  346,  348-54,  486  A.2d  1209,  1222, 
1223-26  (1985).  See  also  Roc  v.  Wade,  410  U.S.  113  (1973) 
(rejecting  absoir^s  right  to  control  one's  body). 

Eg.,  Brophy  v.  New  England  Sinai  Hosp.,  398  Mass.  417, 497 
N.E.2d  626,  634  (1986).  See  afu>  In  re  A.C.,  533  A.2d  611  (D.C. 
App.  1987)  reh'g granted  en  banc  539  A.2d  203  (D.C.  App.  1988) 
(protection  of  others);  In  re  E.G.,  a  Minor,  161  III.  App.  3d  765, 
515  N.E2d  285  (1987)  Qjrevention  of  suicide:  right  of  minor  to 
reject  blood  transfusion  for  religious  reasons). 
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ble  of  making  individual  decisions  or  exercising 
autonomy.  Thus,  to  the  extent  that  courts  might  rely 
on  the  infant's  asserted  right  to  individual  autonomy 
as  the  basis  for  farental  decisionmaking,*®  such 
courts  are  operatibt?  k  the  rcaki  of  Ipgal  fiction.*^ 

Inxl^  of  Cost 

Because  the  issues  in  deprivation  of  treatment 
cast5  involve  such  a  massive  deprivation  of  life  and 
liberty  in  the  fonn  of  withholding  food,  water,  and 
needed  medical  trer^tment,  the  cost  of  such  treatment 
alone  is  an  insufficient  reason  for  denial  of  treatment 
There  is  no  question  that  the  added  financial  and 
other  burdens  that  a  child  with  a  disability  may 
place  on  other  members  of  the  family  are  serious 
'^ues  of  social  welfare  policy,**  but  these  burdens 
L  one  cannot  justify  deprivation  of  life  through 
either  design  or  neglect. 

The  Ability  and  Willingness  cf  Courts  to  Provide 
Protection 

Although  the  Supreme  Court  has  held  that  per- 
sons with  mental  retardation  are  not  entitled  to  the 
benefit  of  "heightened  Oudicial]  scrutiny"  when 
they  complain  of  discriminatory  treatment  by  the 
government,"  the  Court  was  motivated  by  concern. 
Uiat  legislative  and  administrative  judgments  affect- 
ing persons  with  mental  retardation  involve  sensitive 

»»  See  chap.  5. 

"  See,  e.g..  In  re  L.H.R..  253  Ga.  439,  321  S.E.2d  716,  722-23 
(1984);  In  re  P.V.W.,  424  So.2d  1015,  1020  (La.  1982). 
"   In  re  Conroy,  98  NJ.  321,  486  A.2d.  1209,  1246  (1985) 
(Handler,  J.,  dissenting). 

While  it  is  also  possible  to  argue  that  resource  allocation  issues 
affecting  persons  with  disabilities  should  also  be  analyze  under 
the  equal  protection  clause,  such  arguments  are  beyond  the  scope 
of  the  analysis  presented  here.  There  has  been  considerable  debate 
among  Supreme  Court  Justices  concerning  the  propriety  of  using 
the  equal  protection  clause  to  analyze  eligibility  criteria  for  social 
welfare  programs.  Compare,  e.g.,  San  Antonio  Indcp.  School  Dist. 
V.  Rodrigue2,  411  U.S.  1  (1973)  (guarantee  does  not  prohibit 
classificatioiA  having  differential  ijnpact  on  the  poor),  with,  e.g., 
Dandridge  v.  Williams,  397  U.S.  471,  521  (1970)  (Marshall,  J., 
dissenting)  (when  analyzing  classifications  affecting  receipt  of 
governmental  benefits,  a  court  must  consider  'the  character  of 
the  classification  in  question,  the  relative  importance  to  individu- 
als in  the  class  discriminated  agdnst  of  the  governmental  benefits 
that  they  do  not  receive,  and  the  asserted  state  interests  in  support 
of  the  classification.").  5^  fl/jft  Plyler  v.  Doe,  457  U.S.  202  (1982) 
(though  guarantee  docs  not  prohibit  classifications  based  on 
aliens*  legal  status,  State  refusal  to  perri*  undocumented  alien 
children  to  attend  public  schools  is  invalid).  The  disca''^ion 
presented  here,  however,  deals  only  with  denial  of  either 
treatment  or  legal  protection  usually  available  to  all  on  the  basis 
of  simple  need. 

•*  Cleburne  Living  Center,  473  U.S.  432,  443  (1985). 


policy  judgments  related  to  their  needs.**  "^he 
Court's  deference  to  legislative  judgment,  however, 
places  a  particularly  heavy  burden  on  Congress  and 
the  State  legislatures  to  protect  the  ng-  and 
interests  of  pehons  with  disabilities  by  statute. 

State  ActioQ  Issues 

The  obligations  of  decisionmakers  whose  actions 
are  fairly  attributable  to  the  government"  are 
governed  directly  by  the  Constitution.  Among  those 
whose  actions  are  subject  to  scrutiny  under  the  equal 
protection  and  due  process  clauses  are:  (1)  Federal,** 

State,  md  local  hospitals  and  their  employees 
(including  staff  physicians  when  their  decisions  are 
governed  by  hospital  policy),"  even  though  the 
paction  in  question  is  taken  at  the  request  of  the 
parents;**  (2)  State  and  local  child  protective 
agencies;  (3)  Federal,  State,  and  local  agencies 
charged  with  the  enforcement  of  laws  prohibiting 
discrimination  on  the  basis  of  disabihty;  and  (4)  State 
and  Federal  courts. 

Although  the  Supreme  Court's  "state  action" 
jurisprudence  has  been  described  as  a  "conceptual 
disaster  area"  and  "a  ^doctrine'  without  shape  or 
line,"**  several  of  its  holdings  are  relevant  to 
questions  involving  discriminatory  denials  of  medi- 
cal care  by  physicians.  First,  rjid  perhaps  most 
important,  substantial  government  funding  or  regu- 
lation of  an  institution,  program,  or  activity  will  not 
transmute  what  is  otherwise  a  private  decision  into 
one  which  "may  be  fairly  treated  ss  that  of  the  state 
itself."'^  The  key  is  whether  the  decisionmaker  is 
rating  in  his  or  her  private  capacity.  In  Blum  v. 

Yaretsky,''^  for  example,  the  plaintiffs  complained 
that  physicians  respor  dble  for  Jhe  discharge  or 
transfer  of  medicaid  patients  were  "state  actors" 

«  Sec  supra,  text  at  notes  13-15. 
«»  See  supra  notes  7-10. 
**  Sec  supra  note  3. 

^  See,  e.g,f  Johnson  v.  Sullivan,  Civ,  No  85-2434  A  (W.D. 
O;  la  filed  Oct  3,  1985).  See  also,  S.  Paulrs,  Suit  Filed  in 
OKlak*ma  Alleging  Twenty-Four  Infants  Died  Ajler  Being  Denied 
Beneficial  Medical  Treatment*  1  Issues  in  L.  &  Med.  321  (1986). 
-  /'arham  v.  J.R.,  442  U.S.  584.  606-07  (1979). 

C  F!vJk,  State  Action,  Equal  Protection  and  Califomta*s 
Proposition  /<  81  Harv.  L.  Rev.  69»  95  (1967). 

Jackson  v.  Metropolitan  Edison  Co.,  419  U.S.  •  351  (1974) 
(extensive  regulation);  Blum  v.  Yaretsky,  457  U.S.  991  (1982) 
(State  subsidy  of  inore  than  50  percent  of  the  medical  expenses  of 
paticnli  ir*scfiicient).  *The  ultimate  issue  in  dzfrrraimng  whether 
a  person  is  subject  to  suit  under  [42  U.S.C.A.]  §  1983  is  the  SMne 
question  fOfcd  is.  cases  arising  under  the  Fourtccnui  Amendment: 
is  the  alleged  inJHngcinent  of  federal  rights  *fairly  attributable  to 
the  state*?'*  RcndcII-Baker  v.  Kohn»  457  U.S.  830  (1982)»  citing 
Lugar  V.  Edmundson  Oil.  457  U.S.  922.  938  (1982). 


because  their  acf'vities  were  almost  fully  subsidized 
by  government.  The  Court  stated: 

[A]lthough  the  factual  setting  of  each  case  will  be 
significant,  oiir  precedents  indicate  that  a  state  normally 
can  be  held  responsible  for  a  private  decision  only  when  it 
has  exercised  coercive  power  or  has  provided  such 
significant  encouragement,  either  overt  or  covert,  that  the 
choice  must  in  !aw  be  deemed  to  be  that  of  the  state." 

Thus,  while  the  facts  in  each  case  must  be 
examined  to  determine  v/hcther  oi  not  physicians 
and  other  medical  ujrc  personnel  are  chargeable 
with  constitudo:  al  violations  if  they  engage  in 
discrimination  in  the  provision  of  medical  care,'^  it 
fc^oes  witliout  saving  that  Y'hen  State  child  protective 
agencies,  civil  rights  enforcement  agencies,  and 
courts  act  or  fail  to  act  on  the  grounds  that  an 
individual  has  a  disability,  such  acts  or  omissions  are 
subject  to  examination  under  the  equal  protection 
cla':5e.  The  more  difficult  question  arises  when  the 
government  knowingly  acquiesces  in  pri^'ate  dis- 
crimination or  deprivations  of  life  and  libv*rty.'* 
There  are  circumstances  where  the  Court  has  held 
that  govcnuncnt  inaction — declining  to  act  to  pre- 
vent private  conduct— may  constitute  government 
action,  particularly  where  there  is  some  indication  of 
public  encouragement  of  the  private  conduct  in 
question."  As  the  Supreme  Court  noted  in  Palmare 
V.  SidotL'  "The  Constitution  cannot  control  such 
[private]  prejudices,  but  neither  can  it  tolerate  them. 
Private  biases  may  be  outside  the  reach  of  the  law, 
but  the  law  cannot,  directly  or  indirectly,  give  them 
effect."'* 

Conclusion 

The  record  developed  during  the  Commission's 
two  hearings  and  continuing  investigation  demon- 
Section  504  of  the  Rehabilitation  Act  of  1973.  29  U.S.C.A.  §794 
(Supp.  1988).  however,  protects  an  "otherwise  qualified  handi- 
capped individual"  from  discrimination  or  denial  of  benefits 
"solely  by  reason  of  his  handicap..  .  .under  any  program  or 
activity  receiving  Federal  financial  assistance.  .  .  /* 
"  457  U.S.  991  (1982). 
"  Id  at  1004. 

~  Burton  v.  Wilmington  Parking  Auth..  365  U.S.  715.  722  (1961) 
("Only  by  siftmg  facts,  and  weighing  circumstances  can  the 
nonobvious  involvement  of  the  State  ;n  private  conduct  be 
attributed  its  true  significance.*'). 

See,  e.g.t  Deshaney  v.  Winnebago  County  Dep't  of  Social 
Services.  812  F.2d  298  (7th  Ck-..  1987)  cerU  granted,  108  S.Ct. 
1218  (1988)  (No.  87-154). 

"  See,  e.g.,  Reitman  v.  Mulkey.  387  U.S.  369  (1967);  Shelley  v. 
Kraemer.  32^  U.S.  1  (1948). 
«  466  U.S.  429.  433  (1984). 
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8tnites^;«»t  there  is  a  grave  danger  to  the  constitu- 
ttonal  rights  of  newborn  children  in  cases  where 
tood,  water,  and  iieces&uy  medi^^  care  are  denied 
<m  the  bists  of  disability  and  predictions  concerning 
future  quali^of  life.  fbe^F^i^ciple  of  equal  protec- 
tfoii  of  the  j  tW8  is  offended  when  disabiUty  is  the 
basis  of  a  nohtreatment  deci^on.  Procedural  protec- 
tion for  the  interests  of  both  child  and  parents  is 

"  476  U.S.  610  (1986). 


often  absent  completely  or  is  woefully  inadequate  to 
the  task  of  siftfng  the  facts. 

Since  the  Supreme  Court's  decision  in  Bowen  v. 
American  Hospital  Association,'^  it  has  been  clear 
that  judicial  action  is  uisiifficieiit  to  protect  newborn 
children  with  disabilities.  The  task  of  protecting 
such  children  from  discrimination  and  neglect, 
whether  based  on  ignorance  or  oufright  prejudice, 
thus  falls  to  Congress  and  to  the  State  legislatures. 


V 

lQ2 


CS^spter  9 

The  Incidence  of  Discriminatory  Denial  of 
Medical  Treatment 


How  frequently  in  contempoi'ary  America  axe 
people  denied  medical  treatment  for  treatable  life- 
threatening  conditions,  or  life-preserving  food  and 
fluids,  because  they  have  disabilities?  The  answer  to 
this  question  is  of  great  importance.  If  discriminato- 
ry denials  of  treatment  in  gefleral  occur  only  in 
isolated  and  unusual  icstances,  the  need  for  any 
government  intervention  in  treatment  decisions 
might  be  questioned,  especially  the  need  for  a 
Federal  role.  If  it  were  the  case  that  there  v/as  a 
significant  incidence  of  »uch  discrimmation  :5>efore 
the  effective  date,  of  the  Child  Abuse  Amendments 
of  1984,*  but  that  since  then  the  incidence  had 
greatly  shrunk,  that  might  unply  that  the  amend- 
ments themselves  are  adequate  to  address  the  situa- 
tion and  that  they  are  being  effectively  enforced. 
Such  conclusions  would  suggest  that  there  is  little 
need  foi:  a  change  in  the  status  quo. 

Suppose,  on  the  other  hand,  the  evidence  shows 
that  there  has  been  a  significantly  high  incidence  of 
medical  discrimmation  agamst  children  with  disabiU- 
ties  that  is  part  of  a  much  larger  pattern  of  medical 
care  discrimination  against  people  with  disabiUties 
generally,  and  that  this  incidence  largely  persists 
despite  3  years  of  experience  under  the  Child  Abuse 

I  42  U.S.C.A.  §§5101-5103  (West  Supp.  1988).  The  1984  law, 
discussed  in  detail  in  chap.  7,  established  standards  of  treatment 
^for  children  with  disabilities  in  all  States  that  receive  Federal 
ftmds  for  their  child  abuse  and  neglect  programs. 
»  Nor  is  it  usually  reported  to  others  within  the'hosjrital,  such  as 
members  of  an  infant  care  review  comaMttcc.  A  study  of  such 
committees  in  10  hospitals  in  eight  cities  found  that  only  one 
**fxqmcs  [committee]  review  of  any  case  where  withdrawal  of 
)jfc  rapport  b  pwposcd.**  Office  of  Inspected  General,  Depart- 
ment of  Health  and  Human  Services,  infant  Care  Review 
Committees  Under,  the  Baby  Doe  Program  u  (1987).  The  other 
nine  review  such  cases  only  when  there  is  disagreement  between 
the  treating  phyMcian  and  parenu  or  "the  treating  physician 


Amendments.  Such  a  conclusion  would  suggest  a 
need  to  examine  critically  the  current  approach  to 
implementing  the  amendments  with  a  view  to  seeing 
how  it  might  be  improved  and  whether  other 
instruments  are  needed  to  protect  the  medical 
treatment  rights  of  children  with  disabilities. 

Difficulties  of  Estimation 

Any  attempt  to  quantify  denial  of  treatment,  now 
or  in  the  recent  past,  is  subject  to  inherent  limita- 
tions. When  health  care  personnel  and  parents  agree 
to  reject  a  course  of  lifesaving  medical  treatment  for 
a  child  with  a  disability,  they  typically  do  not 
announce  it  to  the  world  at  large  or  report  it  in  those 
terms  to  statisticians  or  public  officials.^  There  have 
been  isolated  instances  of  treatment  denials  being 
publicly  annoimced  in  medical  journal  articles, 
including  one  article  that  reported  decisions  to 
withhold  lifesaving  treatment  from  a  number  of 
newborn  children  with  disabilities  at  Yale-New 
Haven  Hospital  in  the  early  1970s*  and  another 
describing  similar  decisions  at  Children's  Hospital  of 
Oklahoma  in  the  1980s.*  The  physicians  who 
authored  these  articles  were  crusading  for  open 
acceptance  of  denial  of  treatment  practices  by  their 
fellow  professionals." 

requests  advice."  Id,  Nor  may  incidence  easily  be  estimated  based 
on  records  from  retrospective  reviews  of  such  instances.  Only 
two  of  the  committees  studied  have  or  are  planning  to  have 
retrospective  review  of  "selected"  cases,  although  patient  deaths 
may  be  reviewed  by  other  quality  assurance  committees.  Id,  at  S. 

*  Duff  &  Campbell,  Moral  and  Ethical  Dilemmas  in  the  Special- 
Care  Nursery,  289  New  Eng.  J.  Med.  890  (1973). 

«  Gross,  Cox,  Tatyrek,  PoUay  &  Barnes,  Early  Management  and 
Decision  Mak'  fg  for  the  Treatment  of  Myelomeningocele,  72 
Pediatrics  450  (1983). 

•  For  example,  the  Oklahoma  health  care  pcrsot  id  suted: 
•'[D]ocumented  suffering.  .  .b  not  only  reduced  but  prevented,  if 
one  b  persuaded  that  death  b  preferable  to  life  under  certain 
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D^sincentaves  to  Whistle  Blowing 

Denial  of  treatment  cases  typically  come  to  public 
attention  only  when  a  "whistle  blower"— iisually  a 
health  care  professional*  or  a  family  member^  who 
is  convinced  the  denial  of  treatment  is  wrong — 
reports  the-  mstter  to  a  public  agency  or  other  rights 
advocate.* 

Ihere  are  substantial  disincentives  to  whistle 
blowing  whether  it  takes  place  among  health  care 
personnel  or  in  the  general  population.  A  recent 
study  of  whistle  blowers  by  Donald  and  Karen 
Soeken  found  that  all  of  those  studied  who  blew  the 
whistle  in  the  private  sector  lost  .heir  jobs.  One-fifth 
of  those  surveyed  (who  also  included  Federal 
Government  employet^)  were  without  jobs  at  the 
time  of  the  study;  86  percent  had  "negative  emotion- 
al consequences,  including  feelings  of  depression, 
powerlessness,  isolation,  anxiety  and  anger";  and  80 
percent  had  physical  deterioration.  Mr.  Soeken,  a 
psychiatric  social  worker  with  a  doctorate  in  human 
development,  concluded  (as  paraphrased  by  a  re- 
porter) that  "[T]here  is  so  much  retaliation  against 
known  whistle  blowers  [because]*  .  .it  is  associated 
with  cultural  taboos -against  tattling."' 

Mr.  Soeken  said  there  are  seven  stages  of  life  for 
the  whistle  blower;  discovery  of  the  abuse,  reflec- 
tion on  what  action  to  take,  confrontation  with 
superiors,  retaliation,  the  long  haul  of  legal  or  other 
action  involved,  termination  of  the  case,  and  going 
on  to  a  new  life.  **The  last  stage  is  the  most  difficult 
to  reach,"  he  said,  "and  most  [of]  them  don*t  reach 
it."" 

Bill  Busii,  himself  a  whisUe  blower  who  was 
demoted,  maintains  a  computer  file  on  whistle 

circumstances.  .  .it  vs  prima  [facie]  irresponsible  to  obtain  knowl- 
edge about  the  /esults  of  surgery  on  high  risk  infants  and  then  not 
to  use  the  negative  results  in  informing  the  parents  and  othcai^  of 
the  conccquenccs  of  surgery."  Id  at  451,  quoting  )i:*h  approval 
Fletcher,  Spina  Bifida  with  Myelomeningocele:  A  Case  Study  in 
Attitudes  Towards  D^jctive  Newborns,  in  Decision  Making  and  the 
Defective  Newbom  281  (C.  Swinyard  ed.  1978V 

•  Health  care  professionals  did  sc  in  the  "Baby  Jane  Doe"  case. 
Lawyer  Fights  on  For  Baby  Doe,  V  Today,  Dec.  13,  1983,  at  2A, 
col,  I. 

'  A  famUy  member  did  so  m  In  re  T.A.P.,  No.  0323U86 
iMiJwaitkee  County,  Wis.  Cir.  Ct  July  31, 1987),  rehearing  (Aug. 
12-1 3j  1987),  a  case  involving  denial  of  surgery  to  a  child  with 
spina  bifida.  Telephone  interview  with  Thomas  C.  Potter, 
Assistant  District  Attorney,  Milwaukee  County,  Wis.  (Nov.  25, 
1988). 

•  Occasionally,  unusual  drcumstanccs  bring  a  case  to  public 
attention  in  other  ways.  In  a  Minnesota  case,  In  re  Steinhaus,  No. 
J-86-92  (Minn.  Redwood  County  Ct,  Juv.  Div.  Sept.  11,  1986), 
reprinted  in  2  Issues  in  L.  &  Med.  241  (1986),  the  child  to  y/hom 
treatment  was  being  denied  was  in  the  legal  custody  of  a  child 
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blowers  with  8,500  entries.  "When  individuals 
phone  him  with  dark  secrets  he  exhorts  them  to  keep 
quiet  unless  they're  independently  wealthy.  *!  want 
to  emphasize  this  one  thing/  he  says.  'Whistle 
blowing  is  dangerous.  Fve  seen  people  bloodied. 
And  it's  not  going  to  get  easier  to  do.  Nobody  wants 
a  snitch/""  Sociology  Professor  Myron  Peretz 
Glazer,  an  ^^pert  on  whistle  blowers,  observes, 
"They  break  the  unwritten  law  of  social  relation- 
ships. .  .  .They  break  a  norm— the  norm  of  loyal- 
ty."" 

These  realities  lead  to  the  conclusion  that  count- 
ing the  number  of  reported  or  publicized  cases  alone 
would  underestimate  the  incidence  of  discriminatory 
denial  of  treatment.  It  is  probable  that  such  cases 
represent  only  the  tip  of  the  iceberg.  It  is  necessary 
to  turn,  therefore,  to  methods  other  than  counting 
the  reported  cases. 

Surveys  of  Physician  Attitudes 

One  method  of  judging  the  prevalence  of  denial  of 
treatment  is  by  examining  the  attitudes  of  treating 
physicians  and  other  health  care  personnel.  Al- 
though surveys  of  attitudes  toward  denial  of  treat- 
ment do  not  provide  direct  evidence  of  the  number 
of  actual  cases,  the  statements  of  health  care  profes- 
sionals do  establish  that  a  significant  proportion  of 
them  would  participate  in  denial  of  treatment  in 
certain  circumstances.  Two  surveys  of  pediatricians 
published  m  1988  suggest  that  contemporary  denial 
of  treatment  is  not  infrequent. 

The  November  1988  issue  of  the  Journal  of 
Pediatrics  contains  a  report  on  a  poll  undertaken  to 
learn  how  pediatricians  would  influence  treatment 

abuse  agency  (although  the  agency  had  placed  him  with  his 
mother)  because  of  previous  abuse  by  his  father.  For  that  reason, 
the  agency  received  information  about  the  treatment  denial. 
Telephone  interview  with  Michael  H.  Boyle,  attorney  for  Lance 
Steinhaus  (Dec  1,  1988).  In  the  Idaho  "Baby  Ashley"  case,  the 
proposed  denial  of  treatment  evoked  public  attention  and  agency 
fiitervention  because  the  child— whose  disability  was  not  initially 
nppaicnt— wa»  found  in  a  trash  can  shortly  after  birth,  an  event 
that  made  the  headlines  and  led  to  reporters*  putting  a  spotlight 
^  the  case.  Medical  professionals  openly  deplored  the  public 
attention,  and  agency  involvement  focused  on  them  because  they 
believed  that  without  the  publidty  treatment  could  have  been 
quietly  withheld.  Telcphor.e  interview  with  James  Baugh,  Man- 
aging Attorney,  Coalition  of  Advocates  for  the  Disabled,  amicus 
curiae  in  the  case  (Dec.  1,  1988). 

•  Famsworth,  Survey  of  Whistle  Blowers  Finds  Retaliation  but  Few 
Regrets,  New  York  Times,  Feb.  22,  1937,  at  22,  cols.  1-5. 
"  Id  at  col.  5. 

"   Kldnfield,  The  Whistle  Blowers*  Morning  After,  New  York 
Times,  Nov.  9,  1986,  sec.  3,  at  1,  col.  2,  at  10,  col.  2. 
»  Id  at  10,  col.  2. 
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decisions  based  on  the  presence  of  varying  degrees 
of  hydrocephalus  in  children  bora  with  spina  bifi- 
da*** The  subjects  of  the  study  were  604  Fellows  of 
the  American  Academy  of  Pediatrics  selected  on  a 
random  basis  from  the  membership.  Of  the  604 
pediatricians  contacted,  373  or  62  percent  returned 
the  questionnaires,  although  56  were  discarded  due 
to  incomplete  information." 

The  questionnaires  were  designed  to  determme 
what  approach  the  doctors  would  take  toward 
lifesaving  treatment  for  children  with  spina  bifida. 
Approximately  half  the  physicians  were  asked  about 
children  with  sjnna  bifida  but  no  hydrocephalus  and 
those  with  both  spina  bifida  and  moderate  hydro- 
cephalus. The  other  half  were  asked  about  children 
with  spina  bifida  but  no  hydrocephalus  and  those 
with  both  spina  bifida  and  severe  hydrocephalus." 
On  the  survey  form,  doctors  could  indicate  that  they 
would  encourage  surgery,  be  neutral,  or  discourage 
surgery.  If  the  child  were  their  own,  the  doctors 
could  obtain  all  possible  care,  could  provide  only 
supportive  care,  or  could  answer  that  they  were  not 
sure  what  they  would  do." 

The  authors  wrote:  "Previous  experience  with 
physician  surveys  suggests  that  the  responses  to 
surveys  tend  to  be  copservafive.  .  .  .Thus  the  re- 
sults of  this  study  would  be  more  likely  to  err  on  the 
less  controversial  side  (treatment  of  all  infants)."" 
Nevertheless,  the  results  of  this  survey  were  signifi- 
cant: the  presence  of  hydrocephalus  (which  the 
pediatricians  perceived  as  relaxed  to  mental  retarda- 
tion) would  lead  the  doctors  away  from  encouraging 
surgery  toward  discouraging  surgery,  a  trend  more 
marked  as  the  degree  of  the  hydrocephalus  became 
more  pronouuced.  If  the  child  were  the  doctor's 
own,  a  simil/ir  trend  toward  choice  of  supportive 
care  only,  increasing  with  the  degree  of  hydroceph- 
alus, was  evident.  About  a  third  of  the  doctors  (34.2 
percent)  either  would  not  know  what  to  do  or 
would  provide  only  supportive  care  if  the  child 
were  their  own  and  only  had  spina  bifida,  with  no 
hydrocephalus.  If  the  same  child  were  another's,  36 
percent  would  be  neutral  or  would  discourage 

>»  Skpentcin,  Wolraich,  Reed  &  O'Kccfe,  Medical  Decisions  and 
Fro^os^uiations  ofPedt    .tans  for  Infants  with  Meningomyelocele, 
113  J.  of  Pediatrics  835  (1983).  Sec  chap.  1,  notes  9  and  14,  for 
descriptions  of  spina  bifida  and  hydrocephalus. 
>«  Id.  Pt  837. 
>»  Id.  at  836-37. 

>•  Sipcrstdn,  Wolraich,  Reed  &  0*Kccfe,  supra  note  13,  at  836. 
IV  Id.  at  840. 

»•  Id.  at  837,  table  1.  Further  discussion  of  the  rcsuits  of  this 
survey  appears  in  chap.  4,  at  the  text  accompanying  notes  12-14. 


surgery.  The  percentage  of  doctors  who  would 
either  not  Imow  what  to  do  or  would  provide  only 
supportive  care  almost  doubled  (to  62  percent)  for 
iheir  own  child  with  thj  presence  of  moderate 
hydrocephalus.  In  the  same  circumstances,  SS.l 
percent  would  be  neutral  or  would  discourage 
surgery  for  the  child  of  another.  With  the  presence 
of  severe  hydrocephalus,  75.7  percent  would  not 
know  what  to  do  or  would  provide  only  supportive 
care  for  their  own  child  (49.7  percent  >7ere  certain 
they  would  provide  only  supportive  care),  and  75.1 
percent  would  be  neutral  or  would  discourage 
surgery  for  the  child  of  another." 

Another  survey,  this  one  answered  by  49  percent 
of  the  membership  of  the  Perinatal  Pediatrics  Sec- 
tion of  the  American  Academy  of  Pediatrics  during 
fall  1986,  disclosed  widespread  hostility  to  the 
standards  of  treatment  adopted  by  the  Child  Abuse 
Amendments  of  1984  and  their  implementing  regula- 
tions." Sixty-six  percent  declared  that  the  standards 
do  not  allow  sufficient  consideration  of  the  parents' 
views,  and  60  percent  stated  that  they  do  not  allow 
adequate  consideration  of  the  infant's  suffering.^® 

An  attitude  that  discourages  treatment  is  some- 
times inculcated  in  medical  school.  Pediatric  resi- 
dents at  Baylor  College  of  Medicine  in  Houston, 
Texas,  were  asked  the  following  questions  both  at 
the  beginning  and  at  the  end  of  their  3-year  residen- 
cies: 

In  which  of  the  following  situations  would  you  employ 
heroic  measures  to  save  an  infant's  life;  that  is,  would  you 
,  resuscitate  a  child  with: 

Minor  birth  defects  (eg,  skin  tags,  extra  digits)? 

Major  defects  (eg,  tracheoesophageal  fistula,  duodenal 
atresia)? 

Birth  weight  less  than  1000  g? 

Severe  defects  (eg,  congenital  ^ydrocephalus  myelo- 
meningocele)? 

Severe  mental  defects  (eg,  anencephaly,  known  severe 
brain  damage)?*' 

>•  The  standard  of  treatment  the  act  and  regulation  require  is 
described  in  chap.  7,  at  the  text  aCv^jmpanying  notes  42-102. 
^  Kopelman,  Irons  &  Kopelman,  Neonatologists  Judge  the  "Baby 
Doe'*  Regulations,  318  New  Eng.  J.  Med.  677.  683  (1988).  The 
survey  authors  agree  with  the  majority,  arguing  that  death  is  in 
the  best  interests  of  some  infants  who  must  be  given  life^ 
preserving  treatment  under  the  Child  Abuse  Amendmenti^. 

Herseth,  Kenny  &  Durand,  Longitudinal  Development  in 
Pediatric  Residents  of  Attitudes  Toward  Neonatal  Resuscitation,  140 
Am.  J.  Diseases  of  Children  766,  767,  table  2  (1986). 
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Using  a  cumulative  scaling  procedure  known  as 
Guttman  scoring,  the  authors  were  able  to  conclude 
that  "residents  demonstrated  a  significant  increase  in 
reluctance  to  resuscitate  during  the  first  year.  .  .of 
training.  .  .[and]  a  highly  significant  change  during 
the  third  year.  .  .  .Both  periods  of  change  demon- 
strated increasing  Guttman  scale  scores,  indicating 
that  residents  had  developed  attitudes  during  those 
time  interv^als  of  increased  reluctance  to  resusci- 
tate. .  .  The  authors  alfributed  the  increased 
reluctance  to  resuscitate  to  the  assumption  that 
"these  residents  may  have  been  strongly  influenced 
by  faculty  members  and  other  role  models  who 
interacted  with  the  residents."^ 

TurnbuU  Analysis 

Apart  from  these  recently  published  studies,  the 
most  comprehensive  and  well-documented  evalu* 
ation  that  has  been  done  to  date  appears  in  the 
statement  prepared  for  the  Commission  by  H. 
Rutherford  Tumbull,  professor  of  Special  Education 
and  Law  at  the  University  of  Kansas.  It  has  been 
included  as  appendix  B  to  this  report.  In  it.  Professor 
Tumbull  evaluated  the  available  polls  of  health  care 
personnel,  summarized  relevant  sociological  re- 
search, and  surveyed  the  professional  literature. 
What  follows  is  a  brief  synopsis  of  Tumbull's  paper. 

Tumbull  summarized  earlier  polls  of  attitudes 
among  health  care  professionals,  incidence  data,  and 
recent  trends  in  the  literature  on  medical  ethics.  He 
concluded  that  these  demonstrated  the  existence  of 
"a  contemporary  attitude  in  the  medical  profession 
that  supports  discrimination  in  medical  care  against 
children,  particularly  newborns  with  moderate  to 
severe/profound  disabilities''  that  "has  been  linked 
to  unwarranted  deaths"  and  that  justifies  Federal 
action  to  prevent  such  discrimination  from  occur- 
ring." 

Several  polls  have  been  conducted  among  pediat- 
ric surgeons,  pediatricians,  and  nurses  in  neonatal 
intensive  care  units  eliciting  their  responses  to 
hypothetical  treatment  situations  involving  infants 
with  medically  correctable  life-threatening  condi- 

**  Idr^X  767.  Unfortunately,  the  authors  provided  no  breakdown 
of  the  percentage  of  residents  unwilling  to  resuscitate  for  any  of 
the  particular  conditions  listed. 
»  Id  at  768. 
"  App.  B. 

**  Intestinal  obstructions  may  occur  as  frequently  as  1  in  each 
1,5CX)  births.  R.  Behrman  &  V.  Vaughan,  Textbook  of  Pediatrics 
780  (W.  Nelson  I3th  ed.  1987). 

If  a  complete  obstruction  is  not  corrected  promptly,  the  infant's 
condition  deteriorates  rapidly,  with  persistent  vomiting,  loss  of 
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tions  who  were  also  at  risk  for  mental  retardation  or 
other  disability  after  the  treatment.  Approximately 
77  percent  of  the  surgeons  and  50  percent  of  the 
pediatricians  in  a  1975  survey  conducted  by  the 
Surgical  Section  of  the  American  Academy  of 
Pediatrics  said  that  they  would  "acquiesce  in  par- 
ents' decision  to  refuse  conseni  for  surgery  in  a 
newborn  with  intestinal  atresia"  if  the  infant  also 
had  Down's  syndrome."  Apprs;ximatoly  63  percent 
of  the  surgeons  and  43  percent  of  the  pediatricians 
indicated  that  in  such  cases  they  would  also  stop 
supportive  services  such  as  the  provision  of  intrave- 
nous fluids  and  nasogastric  suction.** 

A  1977  survey  of  Massachusetts  pediatricians 
revealed  that  51  percent  of  them  believed  that  a 
Down  syndrome  child  with  intestinal  block,  whose 
parents  rejected  surgery,  should  not  be  operated 
on.*^  Even  of  the  46  percent  of  pediatricians  in  this 
Massachusetts  survey  who  would  recommend  sur- 
gery, only  40  percent  (approximately  18  percent  of 
the  entire  group)  would  obtain  a  court  order  for 
treatment  of  the  infant."  Sixty-seven  percent  of 
those  surveyed  would  not  recommend  surgery  for  a 
baby  with  severe  myelomeningocele,  while  60  per- 
cent of  those  who  would  recommend  surgery  would 
nonetheless  acquiesce  in  a  parental  decision  not  to 
ax\thurize  it.^ 

A  1984  survey  of  nurses  at  neonatal  intensive  ca*. 
units  and  intermediate  care  nurseries  in  Houston 
revealed  the  predominance  of  attitudes  favorable  to 
the  denial  of  treatment  to  infaats  with  disabilities.  In 
this  survey,  approximately  71  percent  of  the  nurses 
felt  that  nurses  and  physicians  should  never  resusci- 
tate an  infant  with  severe  menial  disabilities  (e.g., 
severe  brain  damage).  For  infants  with  such  disabili- 
ties as  myelomeningocele  or  congenital  hydrocepha- 
lus, approximately  48  percent  of  the  nurses  said  that 
nurses  and  physicians  should  only  occasionally 
resuscitate,  while  approximately  13  percent  of  the 
nurses  stateid  that  infants  with  such  disabilities 
should  never  be  resuscitated.**^  Indeed,  approxi- 
mately 37  percent  of  the  nurses  in  this  study  "felt 
that  sometimes  a  doctor  should  act  in  such  a  way  as 

weight,  dehydration,  and  death,  usually  within  a  few  days.  Most 
cases  of  intestinal  atresia  and  other  obstructions  of  the  intestines 
are  susceptible  to  surgical  correction.  Id 

Apr  B. 
"  Id 
"  Id 
»  Id 
^  Id 


to  cause  an  infant's  death,"  and  approximately  31 
percent  of  them  indicated  that  the  decision  whether 
to  treat  a  sick  newborn  child  should  be  influenced  by 
whether  or  not  there  are  healthy  children  at  home.'^ 
To  test  the  view  advanced  by  Dn  James  Strain, 
former  president  of  the  American  Academy  of 
Pediatrics,  that  "shifts  in  attitude"  in  the  medical 
community  have  resulted  in  more  frequent  treatment 
for  infants  with  disabilities  who  have  life-threatening 
conditions,  making  earlier  studies  obsolete,'^  Turn- 
bull  surveyed  more  recent  medical  literature  ex- 
pressing contemporary  health  care  providers'  atti- 
tudes toward  appropriate  treatment  responses  to  the 
birth  of  newborn  children  with  disabilities.  He  found 
such  literature  to  be  "overwhelmingly  in  favor  of 
denying  treatment  to  those  deemed  to  lack  a 
sufficient  'quality  of  life.'""  Tumbull  quoted  from 
nearly  two  dozen  articles  and  books,  all  authored  by 
physicians,  to  show  the  predominance  in  the  con- 
temporary medical  community  of  the  belief  that  a 
"low  quality  of  life  ethically  justifies  or  even 
mandates  letting  some  children  with  disabilities 
die.  .  . 

Tumbull  focused  on  two  examples  reinforcing  the 
conclusion  that  numerous  unwarranted  deaths  of 
children  with  disabilities  have  resulted  from  the 
current  hegemony  of  the  "quality  of  life.  .  .over  the 
equality  of  life"  ethos  in  the  medical  community 
One  was  a  study  of  the  disparate  treatment  over  a 
period  of  6  years  of  two  groups  of  individuals 
affected  with  a  potentially  life-shortening  heart 
malformation.  The  prospects  for  successful  surgical 
correction  of  this  malformation  decrease  over  time 
to  the  point  of  disappearance,  making  early  action 
vital.  The  study  found  that  all  children  with  the 
heart  malformation  but  without  Down  syndrome 
were  referred  for  surgical  correction  or  treatment  at 
an  appropriately  early  age.  However,  10  out  of  28 
children  who  had  both  the  heart  problem  and  Down 
syndrome  were  not  referred  until  they  were  beyond 
1  year  of  age,  with  the  result  that  half  of  these 
children  with  Down  syndrome  had  deteriorated  to 
the  point  that  surgery  for  their  heart  condition  could 
no  longer  be  performed." 

«  Id 

Id  (stAtcmcnts  of  Dr.  James  Strain,  former  President  of  the 
American  Academy  of  Pedialrics,  which  conducted  the  1975  poll 
cited  in  app.  B). 
"  Id 

**  Id  Articles  and  books  excerpted  at  id 

**   Id  (phrase  used  by  Dr.  Robert  M.  Blizzard,  Chairman, 

Department  of  Pediatrics,  Univemty  of  Virginia  School  of 

M^icine). 


The  other  example  was  the  practice  at  Children's 
Hospital  of  Oklahoma  m  which  a  quality  of  life 
formula  served  explicitly  as  part  of  the  basis  for 
denying  treatment  to  24  of  69  infants  with  spina 
bifida,  an  approach  that  resulted  in  their  death.'' 
The  ComiL'Ssion  relies  heavily  on  the  material 
Tumbull  assembled  in  assigning  considerable  weight 
to  his  conclusion  that:  "It  is  obvious  that  many 
health  care  professionals  still  feel  that  there  are 
circumstances  in  which  it  is  proper  to  deny  medical 
care  to  children  with  disabilities.  Overwhelmingly, 
these  decisions  appear  to  be  based  on  the  doctor's 
own  opinion  regarding  the  child's  'quality  of  life' 
after  treatment."'* 

Investigative  Reporting 

Professor  TumbulFs  conclusion  is  supported  by 
other  evidence  obtained  by  the  Commission.  The 
Commission  received  detailed  testimony  from  a 
Pulitzer  and  Peabody  award-winning  investigative 
journalist,  Carlton  Sherwood.  He  described  the 
approach  taken  by  himself  and  the  teams  working 
with  him,  as  well  as  their  findings. 

Since  1983  I  have  authored  three  separate  in-depth 
series  dealing  with  so-called  Baby  Doe  cases,  two  for 
television  and  one  for  print.  Roughly  speaking,  I  have 
devoted  about  18  months  of  direct  field  research  to  the 
subject  and  perhaps  another  year  jf  study  on  Babies  Doe 
and  the  host  of  related  medical,  social,  legal,  and  ethical 
issues. 

During  the  course  of  my  research,  I  traveled  to 
States,  visited  19  intensive  care  hospital  nurseries,  and 
interviewed  more  than  250  physicians,  nurses,  lawyers, 
hospital  officials,  and  parents  who,  at  one  time  or  another, 
were  directly  involved  in  Baby  Doe  casc^. 

In  all,  my  research  staffs  and  I  reviewed  upward  of  700 
cases  where  there  was  a  probability  that  infants  died  as  a 
result  of  decisions  ;o  withdraw  medical  treatment.  From 
that  number,  we  '^rgcted  300  cases  where  there  was  an 
admitted  or  a  hi^^  degree  of  certainty,  based  on  first-hand 
eyewitness  testimony,  that  nonheroic  or  extraordinary 
medical  care  had  been  withheld  based  solely  on  the  real  or 
perceived  presence  of  a  mental  or  physical  handicap. 

^  icr.  at  4-5;  Sondheimer,  Byrum,  &  Blackman,  Unequal  Cardiac 
Care  for  Children  with  Down*s  Syndrome,  139  Am.  J.  Diseases  of 
Children  68  (1985). 
"  Id 

*•  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  45-46  (1986)  (vol.  II)  (testimony 
of  Carlton  Sherwood). 
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Of  that  300  wc  targeted,  approximately  120  cases  were 
acknowledged  outright,  sometimes  in  writing,  by  the 
physicians  who  actually  took  part  in  the  process.  .  .  . 

On  a  secondary  level,  we  were  ible  to  document 
through  records  and  the  supporting  testimony  of  other 
physicians,  nurses,  and  parents  directly  involved,  an 
additional  27  incidents  where  beneficial  medical  care  was 
withdrawn  or  withheld  because  of  a  real  or  perceived 
mental  or  physical  handicap.** 

Sherwood  described  "the  attitude  that  these  chil- 
dren are  disposable**  as  "pervasive"  among  the 
pediatricians  with  whom  his  teams  spoke.*^ 

It  is  sometimes  argued  that  m  many  instances  m 
which  treatment  was  denied  to  a  child  with  a 
disability  like  spina  bifida  or  Down  syndrome,  the 
real  basis  for  denial  was  the  existence  of  other 
anomalies  or  life>threatemng  conditions  that  severe- 
ly complicated  the  case.  This  was  a  claim  that 
Sherwood  also  frequently  confronted. 

On  several  occasions,  however,  I  was  fortunate  enough 
to  have  the  medical  records.  .  .and  let  me  tell  you  what 
some  of  the  other  anomalies.  .  ,  ^-tc. 

According  to  the  medical  charts  of  one  baby  boy  with 
spina  bifida  we  looked  at,  there  were  the  additional 
complications  of  a  hernia  and  aa  ear  infection,  both  of 
which  went  untreated. 

Another  spina  bifida  boy  also  developed  bronchitis,  but 
because  antibiotics  might  have  saved  his  life.  .  .,  none  was 
prescribed  to  alleviate  his  chest  congestion.  He  died. 

A  Down's  syndrome  baby  who  had  an  esophageal 
atresia  also  suffered  from  a  hernia  and  a  kidney  infection. 
This  severely  handicapped  child  died  after  23  Hays;  he 
died  of  [dejhydration  which,  Fm  told,  is  a  remarkable  feat 
for  any  healthy  baby.*> 

Testimony  from  People  with  Disabilities 
and  Their  Relatiyes 

There  is  a  strong  impression  among  nuuiy  people 
with  disabilities  that  the  medical  profession  in 
general  is  influenced  by  negative  and  inaccurate 

»•  1<L  at  51-51 
*♦  J<L  at  48-49. 

«  Prottcthn  of  Handicapped  Newborns:  Hearing  Be/on  the  United 
States  Commission  on  Civil  Rights  103  (1986)  (vol.  II)  (testimony 
of  Ed  Roberts,  President,  World  Institute  on  Distbility).  See  also 
ldi%i  176  (testimony  of  Prof.  Irving  Kenneth  Zola,  Department  of 
Sociology  Bnndeis  University)  ("I  think  the  medical  profession 
m»y  be  Ic4S  wcU-equ/ppcd  than  other  scfiineats  of  our  society  to 
make  judgments  as  to  what  is  the  quality  of  life.  This  is  based  on 
at  least  a  quarter  of  a  century  of  experience  of  teaching  at  medical 
schools  and  looking  at  .  .who  ultimately  becomes  a  physician 
and  the  training  to  which  they  are  exposed.") 
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Stereotypes  about  them.  Ed  Roberts,  who  uses  a 
wheelchair  and  a  respirator,  testified:  "Disability 
creates  its  own  stigma,  pts]  own  feai^  peopfe  react  to 
it  in  different  ways,  but  most  of  it  often  manifests 
itself  in  prejudice.  .  .  .The  medical  profession  is 
among  the  worst  in  this  area;  they  see  the  v  orst"** 
John  Kemp,  who  also  uses  a  wheelchair,  presented  a 
similar  view: 

[A]s  chairman  of  the  Board  of  Access  Living,  an  indepen- 
dent living  center  in  Chicago,  I  work  very  closely  with  the 
CEO  of  that  organization,  who  is  a  quadraplegic  [sic] 
female.  We  regularly  conduct  training  programs  for  the 
University  of  Illinois  Medical  School  for  the  doctors  and 
to-be  doctors  there,  and  we  are  continually  astounded  at 
the  naivete  of  the  medical  profession  regarding  the  rights 
of  and  services  for  disabled  individuals.  Her  problems,  if 
they  are  female  in  nature,  are  usually  referred  to  a  physical 
medicine  and  rehi^bilitation  person  only  because  of  her 
quadraplegia,  and  this  phenomenon  continues  to  astound 
her  and  infuriate  her.  That  is  symptomatic  of  the  medical 
community,  and  I  wx)uld  say  I  have  beard  this  comment 
on  numerous  occasions  dealing  with  people  who  are 
disabled,  that  the  disability  becomes  the  primary  focus  of 
the  medical  attention,  when,  in  fact,  they  may  be  in  need 
of  medical  services  .  ated  to  their  physical  disability  or 
mental  disability.^ 

The  Commission  hearJ  testimony  reporting  that 
physicians  who  diagnose  muscular  dystrophy 
around  age  4  or  5  frequently  describe  it  as  a  ^  .rminal 
disability,  without  revealing  that  if  a  respirator  is 
used,  the  person  might  well  live  a  normal  lifespan.** 

Mental  retardation  evokes  similar  responses. 

In  a  paper  by  Aui  and  H.  Rutherford  Tumbull  on  the 
ethics  of  early  intervention,  the  authors  talk  about  the 
parents  of  a  profoundly  retarded  young  man  of  15  who 
were  frequently  asked  by  the  physicians  who  were 
working  with  the.  .  .youngster,  whether  they  really  want- 
ed to  continue  with  kidney  dialysis  or  blood  transfusions. 

Would  those  physicians  have  asked  such  a  thing,  even 
dared  ask  such  a  thing  of  the  parents  of  any  other  15-year- 
old  minor  child  without  a  disability?  Of  course  not>» 

«  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  C/w/  Righti'  123-24  (1986)  (vol.  II)  (tcstimo. 
ny  of  John  Kemp,  Director  of  Human  Resources,  National  Easter 
Seal  Society).  See  also  Id  at  132. 

♦»  Protection  i>f  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  107  (1986)  (vol.  IT)  (testimony 
of  Ed  Roberts,  President,  World  Institute  on  Dis&biliiy). 
**  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  127  (1986)  (vol.  II)  (testimony 
of  Aurienne  Asch,  Adjunct  Lecturer  in  Social  Psycholoev.  Qtv 
College  of  New  York).  ^ 
**  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  8  (1985)  (vol.  I)  (testimony  of  C. 
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Surgeon  General  Koop  testified  that  most  of  the 
problems  ,oncem  the  child  with  mental  retardation 
''who  has  a  problem  that  will  loll  him  without 
surgery,  ,  . 

There  was  particular  objection  to  the  terminology 
odtxi  used  by  health  care  personnel.  *The  absurdity 
of  calling  disabled  people  of  any  age  defective  is  like 
calling  us  cars  and.  .  .there  is  an  implied  warranty 
that's  been  breached  in  some  way.  We're  not 
products  or  appliances,  we're  people,  and  I  don't 
think  we're  defective,"*^ 

Research  by  sociologist  Dr.  Rosalyn  Benjamin 
Darling  tends  to  confirm  these  impressions: 

[Pjhysicians  lack  inforaiation  pbout  the  experience  of 
living  with  disability.  They  too  have  been  exposed  lo 
societal  stigma  towards  the  disabled,  resulting  in  attitudes 
like  these  expressed  by  pediatricians  I  interviewed:  "It  is 
hard  to  find  much  happiness  in  this  area.  The  subject  of 
deformed  chiidmn  is  depressing.  Other  problems  I  can  be 
philosophic  about;  as  far  as  having  a  mongoloid  child,  I 
can't  come  up  w?th  anything  good  it  docs.  There's  nothing 
fun  or  pleasant  somebody's  tragedy.  I  can  fmd  good 
things  in  practically  everytWng,  even  dying,  but  birth 
defects  are  roaring  tragedies.  Death  doesn't  bother  me,  but 
the  liviig  do.'*** 

Darling  pointed  out  that  physicians  are  tradition- 
ally trainwi  to  seek  to  heal,  and  that  when  a 
disability  will  persist  in  spite  of  lifesaving  treatment, 
some  do  not  feel  rewarded.  She  quoted  a  pediatri- 
cian she  interviewed:  "I  don't  really  enjoy  a  really 
handicapped  child  who  comes  in  drooling,  can't 
walk,  and  so  forth.  Medicine  is  here  to  perfect  the 
human  body.  Something  you  can't  do  anything 
about  challenges  the  doctor  and  reminds  him  of  his 
own  inabilities,"** 

The  parent  of  a  24-year-old  man  who  has  mental 
retardation  testified  that  in  April  1986  she  took  Wm 
to  an  Ohio  physician  because  he  was  experiencing 
severe  side  effects  from  medication:  "[The  physi- 


Everett  Koop,  M.D.,  Surgeon  General,  U,S.  Public  Health 
Service). 

*•  Prottcthn  of  Handicapped  Newborns:  Hearing  Be/ore  the  United 
States  Commission  on  Gtii  Rights  133  (1986)  (vol.  II)  (testimony 
of  Jobn  Kemp,  Director  of  Human  Resources,  National  Easter 
Seal  Society), 

"  Protection  of  Handicapped  NcM^ms:  Hearing  Before  the  United 
Stata  Commission  on  Ciril  Rights  181  (1986)  (vol.  II)  (testimony 
of  Rosalyn  Benjamin  Darling,  Director,  Early  Intervention 
Services,  City  Council  Clinic  b  Johnstown,  Inc.). 
♦9  Id,  at  181.  Cf  Alexander,  Medical  Science  Under  Dictatorship. 
241  New  Eng.  J.  Med.  39,  45  (1949)  C*The  original  concept  of 
medicine  and  nursing  wss  not  based  on  any  rational  or  feasible 
likelihood  that  they  could  actually  cure  and  restore  but  rath- 
er.  .  .moti'»!»ted  by  the  compassion  in  alleviating  suffering.**). 


cian]  said  it  really  wasn't  important  because  he  was 
mentally  retarded,  .  .  She  also  described  being 
on  a  panel  with  pediatric  neurologists  in  Colorado  in 
1984  during  wliioh  the  physicians,  when  asked  the 
conditions  under  which  they  would  perform  lifesav- 
ing surgery  for  any  child,  insisted  that  the  cri'/eria 
are  different  "when  the  chl^  is  mentally  retarded."" 


Recent  Medical  Literature 

Another  approach  to  determining  the  extent  of 
the  problem  is  to  consider  how  pervasive  articulated 
support  for  denial  of  treatment  may  be.  The  Turn- 
bull  testimony  appended  to  this  report  documents 
with  numerous  quotations  and  citations  his  conclu- 
sion that  in  the  recent  medical  literature  the  "com- 
mentary on  the  issue  is  overwhelmingly  in  favor  of 
denying  treatment  to  those  deemed  to  lack  a 
sufficient  'qurlity  of  life/"" 

When  made  aware  of  the  legal  requkements 
concerning  discriminatory  denial  of  treatment, 
health  care  personnel  sometimes  seem  more  interest- 
ed in  ensuring  that  no  one  fmds  out  about  their 
violations  than  in  implementing  them.  After  a  case  in 
Danville,  Illinois,  in  which  Siamese  twins  were 
initially  denied  surgery,  food,  and  water  until  public 
exposure  by  a  whistle  blower  led  to  criminal 
proceedings,  the  American  Medical  News  quoted  Dr. 
L.  W.  Tanner  as  saying,  "[I]f  hospital  business  had 
stayed  within  hospital  walls,  perhaps  the  state  would 
never  have  been  called  in."  The  article  went  on  to 
report:  "Since  the  twins*  birth,  the  hospital  has 
intensified  its  courses  on  confidentiality,  particularly 
for  new  employes,  and  has  reminded  physicians  to 
be  cautious  when  discussing  cases  when  they  might 
be  overheard."" 

*•  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  257-38  (1986)  (vol.  II)  (testimo- 
ny of  Margaret  Burley,  Diivctor,  Ohio  Coalition  for  the  Educa* 
tion  of  Handicapped  Children). 
Id  at  239. 

"  See  app.  B.  It  b  noteworthy  that,  contrary  to  some  sugges- 
tions, negative  quality  of  life  assessments  continue  to  be  given 
concerning  those  with  Down  syndrome  and  spina  bifida,  often 
characterized  as  the  "easy  cases."  Protection  of  Handicapped 
Newborns:  Hearing  Before  the  United  States  Commission  on  CltiJ 
Rightr  44-/  (1986)  (vol.  II)  (testimony  of  Prof.  H.  Rutherford 
Tun>/)ull,  Department  of  Special  Education,  University  of  Kan- 
sas). 

"  Siamese  Twins* Case  **D€Wstates**MDs,  Am.  UgA.I^c^s.OqU 
9,  1981,  at  1,  15-16. 
«  App.  B. 
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Thus,  the  surveys  of  health  care  persoxmel,  the 
anidyttt  submitted  to  the  Commission  by  Professor 
TumbttU,  the  rtsu\ts  of  investigative  rcporticg,  the 
.testim<my  of  people  .with  disabilities  and  their 
relatives^,        the  repeatedly  declared  views  of 


physicians  set  forth  in  their  professional  journals  all 
combine  to  suggest  the  likelihood  of  widespread 
denials  of  lifesaving  treatment  to  children  with 
disab^''  ^  that  have  continued  since  implementation 
of  th  Child  Abuse  Amendments  of  ^984  on  October 
1,  1985. 
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Child  Protectiye  Services  Agencies  and 
Enforcement  of  the  Child  Abuse 
Amendments  of  1984 


Principal  enforcement  responsibility  for  the  Child 
Abuse  Amendments  (CAA)  of  1984  resides  with 
State  Child  Protective  Services  (CPS)  agenciesi  the 
variously  naiaed  entities  that  exist  to  administer  each 
jurisdic  Dtfs  child  abuse  aL  1  neglect  laws**  Under 
cuncnt  law,  the  fate  of  ciiildren  with  disabilities^ 
who  are  threatened  with  denial  of  lifesaving  medical 
treatment,  food,  and  fluids  largely  depends  on  how 
effectively  CPS  agencies  carry  out  this  responsibili- 
ty. 

Alternative  avenues  are  scarce.  Direct  Federal 
efforts  to  prevent  this  type  of  medical  discrimination 
to  date  have  been  stymied  ,  by  the  Supreme  Court 
Ruling  in  Bowen  v.  Americdh  Hospital  Association,  the 
Court  enjoined  the  Federal  Government  from  direct 
regulation  and  mvestigation,  under  section  504,  of 


"instances  in  which  parents  have  refused  consent  to 
treatment'^  The  ability  of  private  organizations  or 
individuals  to  mount  legal  challenges  to  denial  of 
treatment  is  restricted^  because  in  many  States  there 
are  severe  limitations  on  private  standing  to  chal- 
lenge threatened  denials  of  treatment^ 

CPS  Delation  of  IiiTestigatiye 
ResponsibUit$^ 

Forty-dght  jurisdictions  receive  Federal  funds 
from  the  Department  of  Health  and  Human  Services 
under  the  Child  Abuse  Prevention  and  Treatment 
Act  A  review  of  their  policies  and  procedures  has 
sho  wn  that,  on  their  faces,  the  policies  of  14  of  these 
States  explicitly  abdicate  to  internal  hospital  infant 
care  review  committees  or  hospital  staffs  the  author- 
ity to  decide  whether  illegal  denial  of  treatment  is 


*  ChiklAlmtc  and  Neglect  Prwcnticm  ami  Treatment  Progrtm, 
50  Fcd^  Reg.  14,87^  14.878  (1985). 

«  476,U.S»  610, 625  n.  11  (1986).  Sec  chap.  6,  text  accompanying 
notes  109-135,  and  chap.  12,  text  accompanying  note  65,  for 
further  diicossioa  of  this  decision* 

»'  In  forty-feur.  .  .jurisdictions. .  Myooc  may  bring  the 
matter  to  the  court's  attention.  However,  [12  jurisdic-  - 
tions]. .  .place  some  limitation  upon  who  may  bring  the 
matter  to  the  couxi't  attcntioa  Even  in  the  other  jurisdic- 
tions, just  bcciDsc  the  matter  may  be  brought  to  the  court's 
attention  by  an  attorney  or  his  or  her  client  does  not  mean 


that  a  hearing  before  a  judge  will  necessarily  be  had.  A  little 
over  half  of  the  jurisdictions  surveyed  employ  some  type  of 
petition  screening  process.  .  .  »Insomejurisdictions  the  state 
child  protccti<m  agency  investigates,  in  others  the  county 
attorney  or  district  attorney.  In  yet  others,  a  court  staff 
person  is  charged  with  conducting  the  investigation.  The 
investigator  often  hu  authority  to  dismiss  the  petitioot  allow 
the  petition  to  be  filed  or  ^informally  adjust**  the  nuttter. 
National  Legal  Center  for  the  Medically  Dependent  and^D^ 
ablcd.  The  Medical  Treatment  Rights  of  Children  with  Disabilities 
§8.01  (1987)  (available  from  the  Lc&l  Services  Corporation). 
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taking  place  when  a  report  of  suspected  denial  of 
treatment  is  received  by  the  State  agencies.* 

Federal  regiilations,  however,  require  that  State 
CPS  agencies  make  the  determination  whether 
treatment  is  medically  indicated  under  the  Child 
Abuse  Amendments.  The  existeuwe  of  hospital-ad- 
ministered infant  care  review  conmiittees  (ICRQ 
does  not  relieve  a  State  CPS  agency  of  its  responsi- 
bility to  investigate  suspected  cases  of  withholding 
of  medically  indicated  treatment  or  to  employ  its 
legal  authority  to  prevent  such  withholding: 

[T|he  existence  and  activities  of  the  ICRC  do  not  amend 
the  responsibilities  under  State  law  of  medical  profession- 
als and  the  hospital  to  report  to  the  child  protective 
services  agency  suspected  instances  of  medical  neglect 
including  the  withholding  of  medically  indicated  treat- 
ment from  disabled  infants  with  life-threatening  condi- 
tions). .  .  .Although  the  child  protective  services  agency 
and  the  ICRCare  to  be  guided  by  similar  principles  and 
standards  regarding  the  best  interests  of  the  child,  the 
Department  [of  Health  and  Human  Services]  believes  they 
have  separate  and  distinct  functions.  The  primary  function 
of  the  ICRC  in  this  context  is  to  offer  counsel  to  the 
attending  physician(s),  the  hospital  and  the  family  to 
assure  that  the  parents  have  the  benefit  of  pnident, 
knowledgeable  and  professional  evaluations,  recommenda- 
tions and  services,  consistent  with  appropriate  medical 
standards,  to  assist  them  in  making  sotmd  decisions 
regarding  tiie  welfare  of  their  child.  The  function  of  the 
child  protective  services  agency  is  to  determine  those 
circumstances  in  which  the  power  of  the  State  must  be 
invoked  to  protect  the  infant,  and  then  to  take  appropriate 
action  to  do  so.* 

Section  5103(2)  of  the  Child  Abuse  Prevention 
and  Treatment  Act  of  1978  provif^es:  "In  order  for  a 
State  to  qualify  for  assistance  under  this  subsection, 


*  Ala.  Dcp't  of  Pensions  and  Sec,  I  Family  and  Children's  Scrvs. 
Manual,  Pt.  VII-.53  (Rev.  May  1988);  Alaska  Division  of  Family 
and  Youth  Services,  Child  Protective  Services  Policy  Manual  tits. 
300.  §5.045(cXI)  &  (dXO  (January  1987);  Ariz.  Dep't  of  Econom. 
ic  Sec.  Policy  5-55-8.E.1  (May  1988);  Del.  Dep't  of  Servs.  for 
Children,  Youth  ^d  Their  Families,  Policy  on  Medical  Neglect 
of  Handicapped  Infants  at  2  (August  1986);  Fla.  Dcp't  of  Health 
and  Rehabilitative  Servs.,  Health  and  Rehabilitative  Services 
Pamphlet  175-1,  §3A17  (July  1988);  Ga.  Dep't  of  Human 
Resources,  Guidelines  for  Medical  Neglect  of  Disabled  Infants, 
Introduction,  ^3  (undated);  Haw.  Dep't  of  Social  Scrvs.  '^id 
Housing  Policy  Manual  Ch.  1100.9.2  (June  1987);  Memoranuum 
from  Sandy  Hodge,  Me.  Child  Protective  Servs.  Program 
Manager,  to  Regional  Program  Managers  for  Child  and  Family 
Servs.  (incorporating  Action  for  Child  Pi-otection  Fact  Sheet  at  3, 
question  7)  (Apr.  16,  1985);  Mich.  Dcp*t  of  Social  Servs.  Manual 
Bulletin,  Children  and  Youth,  No.  86-1!  at  46  (Rev.  Nov.  3, 
1986);  Nev.  State  Welfare  Div.  Serv.  Manual  §417.11(cX4) 
(September  1985);  N.M.  Human  Scrvs.  Dcp't,  Social  Servs.  Div. 
Procedure  §4.83.2.1.  (Oct.  1,  1987);  Wash.  Dcp't  of  Social  And 
Health  Servs.,  Div.  of  Children  and  Family  Servs.  Manual  ch. 
26.33  F.(5)(b)  (March  1987);  Memorandum  from  RozcUa  Archer, 


such  State  shall.  .  .provide  for  the  reporting  of 
known  and  suspected  instances  of  child  abuse  and 
neglect;.  .  The  implementing  regulations  re- 
quire that  programs  receiving  Federal  funds  must 
provide  for  "[p]rompt  notification  by  individuals 
designated  by  and  within  appropriate  health  care 
facilities  of  cases  of  suspected  medical  neglect 
(including  instances  of  the  withholding  of  medically 
indicated  treatment  from  disabled  infants  with  life- 
threatening  conditions);.  .  Subsection 
1340.14(d)  requires  that  "the  State  must  provide  for 
the  prompt  initiation  of  an  appropriate  investigation 
by  a  child  protective  agency  or  other  properly 
constituted  authority  to  substantiate  the  accuracy  of 
all  reports  of  known  or  suspected  child  abuse  or 
neglect."* 

Shortly  after  the  adoption  of  the  Child  Abuse 
Amendments,  Professors  Nancy  Rhoden  and  John 
Arras  openly  challenged  hospital  infant  bioethics 
conmiittees  to  "educate"  local  CPS  agency  person- 
nel so  that  they  "come  to  appreciate  all  of  the 
morally  relevant  factors  involved  and  will,  accord- 
ingly, defer  to  the  decisions  made  by  parents, 
doctors,  and  committees,  except  in  cases  where  the 
child's  best  interests  are  clearly  being  tlireatened." 
The  objective  of  such  "education"  is  to  encourage 
hospital  committees  "occasionally  [to]  condone  non- 
treatment  in  circumstances  not  contemplated"  by 
the  Child  Abuse  Amendments  of  1984  and  their 
implementing  regulations.* 

One  State  CPS  worker  told  Commission  staff  that 
there  had  been  "only  or*e  reported  case  m  the  3 
years  I've  been  here.  Of  course,  we  hear  through  the 

Director,  Servs.  to  Families  and  Children,  W.  Va.  Dep't  of 
Human  Servs.  to  Area  Administ.,  Social  Serv.  Coordinators  [and] 
Child  Protective  Servs.  Supervisors,  Child  Protective  Servs. 
Policy  pt  2  ^2,  pt  3  (Aug.  28,  1986). 
»  Servica  and  Treatment  for  Disabled  In/ants;  Model  Guidelines 
for  Health  Care  Providers  To  Establish  Infant  Care  Review 
Committees,  50  Fed.  Reg.  14,893,  14,900-01  (1985). 

•  42  U.S.CA.  §5103(b)(2XB)  (West  1983). 
'  45  C.F.R.  §1340.15(cX2Xu)  (1987). 

•  45  CFR.  §  1340.14(d)  (1987).  The  entity  being  investigated  is 
hardly  a  "properly  constituted  authority"  to  conduct  the  investi- 
gation. 

•  Rhoden  &  Arras,  Withholding  Treatment  From  Baby  Doe:  From 
Discrimination  to  Child  Abuse  63  Milbark  Mem.  Fund.  Q.  18, 
47-48  (1985)  (emphasis  in  original).  Similarly,  Thoma?  Murray 
had  confidently  predicted  that  the  Child  Abuse  Amendments  of 
1984  and  their  implementing  regulations  would  be  of  purely 
''symbolic"  importance  because  in  practice  "the  impact  of  the 
legislation  and  rule  will  be  minimal."  Murray,  The  Final  Anti- 
Climactic  Rule  on  Baby  Doe,  Hastings  Center  Rep.,  June  1985,  at 
5,  6-7. 
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grapevine  from  medical  persomiel  of  cases  that  go 
unreported.""  A  Florida  administrator  stated,  "I 
suspect  that  these  cases  are  occurring  in  the  State  of 
Florida^  but  that  the  hospitals  are  handling  the 
situations  appropriately — which  is  the  best  of  all 
worldsy  really.""  An  administrator  for  the  District 
of  Columbia  declared  that  "all  of  these  cases  have 
been  resolved  at  the  hospital  level  and  we  have  not 
been  called  in."» 

When  State  CPS  agencies  do  not  delegate  their 
•mthority  to  internal  hospital  committees,  they  some- 
dmes  delegate  it  to  the  same  organized  elements  of 
the  medical  profession  who  have  strongly  objected 
to  the  Child  Abuse  Amendments.  In  Nebraska,  the 
State  CPS  agency  simply  turned  over  principal 
responsibility  for  evaluating  reports  of  such  denial  to 
the  State  ch^ter  of  the  American  Academy  of 
Pediatrics." 

On  September  30,  1985,  Dr.  Kenton  Shaffer,  on  behalf 
of  the  Committee  on  Maternal  and  Child  Health  of  the 
Nebraska  Medical  Association  and  the  Fetus  and  New- 
bom  Committee  of  the  Nebraska  Chapter  of  the  American 
Academy  of  Pediatrics,  notified  the  Nebraska  Department 
of  Social  Services  (DSS)  that  an  Ad-Hoc  Resource 
Committee  had  been  formed  to  offer  assistance  to  DSS  in 
evaluating  cases  of  suspected  medical  neglect  of  infants 
bom  with  a  handicapping  condition.  .  .  . 

Gina  Dunning,  state  director  of  the  DSS,  accepted  this 
offer  on  October  8,  1985,  and  entered  into  an  agree- 
ment. .  .  .The  DSS  will  refer  all  reports  to  the  Ad-Hoc 
Resource  Committee,  which  will  supply  consultative 
services  24  hours  a  day,  at  no  charge  to  the  department" 

"  Telqjhonc  interview  with  MichiUe  Gore,  CPS  Specialist, 
Kentucky  Department  for  Social  Services  (July  21.  1988). 

Telq)hone  interview  with  Chris  Christmas,  Senior  Human 
Services  Specialist,  Florida  Department  of  Health  and  Human 
Services  (July  25.  1988). 

"  Telephone  interview  with  Carolyn  Smith,  Chief  of  Intake  for 
Protective  Services,  District  of  Columbia  Department  of  Human 
Services  (Aug.  9.  1988). 

"  See  chap.  6,  and  text  accompanying  notcs^  59-62,  70,  for  a 
description  of  ♦he  position  taken  by  the  American  Academy  of 
Pediatrics  on  government  intervention  to  protect  children  with 
disabilities. 

Eggcrt,  Shaffer  &  Bausch,  Baby  Doe-^The  Saga  Continues, 
Neb.  Med.  J.,  April  1986,  at  103,  103-104.  Commenting  on  a  draft 
of  this  report,  the  Nebruka  Department  of  Social  Services  took 
issue  with  the  ''inaccuracy**  of  these  statements,  stating:  "While 
this  Committee  of  experts  MAY  provide  consultation  to  the 
Department  regarding  planning  for  and  inteirvention  steps  of  the 
investigation,  by  no  means  has  the  *.  .  3tate  CPS  agency  simply 
turned  over  principal  responsibility  for  evaluating  reports  of  such 
denial  to  the  state  chapter  of  the  American  Academy  of 
Pediatrics.***  Letter  from  Kermit  R.  McMurry,  IMrcctor,  Nebras- 
ka Department  of  Social  Services,  to  William  J.  Ho^\*ard,  General 
Coun^  U.S.  Commission  on  Civil  Rights  (Oct  3.  1988) 
(cmpha^  in  original).  However,  the  letter  concedes  that  cases 


The  Arkansas  Department  of  Human  Services, 
Division  of  Children  and  Family  Services,  seems  to 
rely  almost  entirely  for  enforcement  on  the  Arkansas 
Children's  Hospital.  The  hospital  has  estimated  it 
"treat[s]  90-95  percent  of  the  *Baby  Doe*  cases  in 
the  entire  state.""  The  State  agency  even  contract- 
ed with  the  hospital  to  provide  traming  workshops 
for  its  own  "agency  attorneys  and  child  protective 
service  workers.""  It  worked  with  the  hospital  in 
developing  its  procedures,  without  input  or  consul- 
tation from  disability  groups."  1  tie  "independent" 
physician  who  advises  the  State  agency  about 
whether  medically  indicated  treatment  is  in  fact 
being  withheld  is  also  selected  by  the  hospit^J."  In 
other  words,  in  90  to  95  percent  of  the  cases,  the 
hospital  under  investigation  for  medical  neglect  is 
permitted  to  name  the  "independent"  medical  au- 
thority who  will  rule  on  whether  the  course  of 
treatment  or  nontreatment  is  proper. 

Special  Relationship  Among  CPS 
Agencies  and  Doctors 

This  widespread  and  remarkable  readiness  ox  CPS 
agencies  to  surrender  their  arms-length  oversight 
responsibility  concerning  medical  neglect  appears  in 
part  to  be  rooted  in  the  special  relationship  that  has 
developed  between  CPS  workers  and  many  mem- 
bers of  the  medical  profession.  In  dealing  with 
traditional  forms  of  child  abuse  and  neglect,  CPS 
agencies  rely  primarily  on  health  care  professionals 
for  diagnosis  and  reporting.  These  include  situations 

**may  require  independent  consultation  from  practicing,  special- 
ized physicians  which  are  available  to  the  Department  under  an 
agreement  with  the  Committee  on  Maternal  and  Child  Health  of 
the  Nebraska  Medical  Association."  Id  Furthermore,  the  Nebras- 
ka "Central  Office  Procedures  in  Regard  to  a  Report  of 
Suspected  Medical  Neglect  of  an  Infant  Bom  with  Handicapping 
Conditions**  state  that  upon  receiving  notification  of  such  a  rqx)rt 
CPS  sgency  staff  "will  immediately  contact  a  representative  of 
the  Ad-Hoc  Resource  Committee  for  consultation  of  the  report** 
and  that  based  on  "discussion  and  consultation  with  the  A^-Hoc 
Resource  Committee**  the  agency  general  counsel  will  be  con- 
tacted for  a  legal  opinion.  These  procedures  do  not  make 
involvement  of  the  Ad-Hoc  Resource  Committee  optional;  they 
make  it  mandatory.  It  is  clear  uHat  the  {:gency*s  reaction  to  any 
report  is  heavily  dependent  on  the  advice  of  the  Ad-Hoc 
Resource  ComrJttee. 

»»  Letter  from  Bobbie  Ferguson,  Acting  Administrator,  O-ild 
Protective  Services,  to  Mr.  Tonuny  Sullivan,  Regional  Director, 
Administrction  of  Children,  Youth  and  Services  2  (Apr.  10,  1986) 
(available  in  files  of  U.S.  Commission  on  Civil  Rights). 
»•  Id,  at  1. 

"  Telephone  interview  with  Sandra  Haden,  Arkansas  Depart- 
ment of  Human  Services,  by  Dr.  Leon  Bourke  (June  10,  1987). 
"  Id 
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where  the  parents  say  "the  child  fell  down  the 
stairs"  but  tiie  bones  were  in  fact  broken  by  the 
parents,  or  where  the  child  has  been  neglected  to  the 
point  ot  exhibiting  "failure  to  thrive"  syndrome. 
Medical  witnesses  before  the  Commission  repeated- 
ly emphasized  this  point.  An  attorney  for  t!ie 
Americm  Hospital  Association  (AHA)  testified? 

from  the  internal  hospital's  point  of  view,  one  of  the 
reasons  AHA  participated  in  the  Child  Abuse  Amend- 
ments—after  filing  suit,  of  course,  on  504— was  the  fact 
there  'A^as  a  possibility  of  dealing  with  these  difficult 
decisions  by  building  upon  existing  colfahorative  relation- 
ships within  the  hospital  between  the  social  workers  and 
the  child  protective  agency  people.^* 

The  contrast  between  the  receptivity  of  most  CPS 
agencies  to  views  from  medical  organizations— some 
of  whose  numbers  were  responsible  for  abuses  the 
Child  AbuserAmendments  were  enacted  to  curtail — 
and  to  views  from  disability  organizations— the 
groups  representing  those  whom  the  amendments 
were  designed  to  protect— is  striking.  According  to 
a  survey  conducted  by  thr  journal  Issues  in  Law  and 
Medicine,  of  37  responding  jurisdictions,  34  said  that 
they  had  consulted  with  medical  representatives  in 
formulatinij  their  implementing  procedures,  while 
only  U  said  they  had  consulted  with  disability 
groups.** 

CPS  agencies  have  clearly  been  anxious  not  to 
offend  the  physicians  whose  discrimination  they  are 
supposed  to  be  preventing.  When  the  law  tliat 
became  the  Child  Abuse  Amendments  of  1984  was 
first  proposed,  the  CPS  agencies*  national  lobbying 


organization,  the  National  Council  of  State  Public 
Welfare  Administrators,  opposed  it  in  part  because 
"the  good  working  relationship  between  social 
workers  and  physicians  could  be  jeopardized."** 
Any  belie*'  that  the  amendments  would  lead  to  the 
development  of  an  oversight  (lei  alone  an  adversary) 
relationship  with  the  medical  profession  hardly 
seems  to  have  been  justified.  One  physician  who 
testified  before  the  Commission  was  openly  confi- 
dent that,  despite  the  Child  Abuse  Amendments, 
CPS  agencies  would  do  little  to  question  nontreat- 
ment  decisions: 

In  terms  of  the  workings  of  the  Child  Abuse  Amend- 
ments, many  of  us  have  long  worked  with  people  in  child 
abuse.  We're  used  to  that  system  and  we  would  be 
surprised  if  it  were  an  overwhelmingly  interfering  system. 
That  is  to  say,  they  have  then-  hands  full  with  child  abuse 
in  the  community  as  it  is,  and  one  doesn't  expect  that  they 
will  be  doing  a  lot  of  newborn  investigation  by  and  toge." 

Indeed,  in  over  a  Inird  (17)  of  the  jurisdictions 
receiving  Federal  funding,  the  State  CPS  agencies 
told  the  Health  and  Human  Services  Office  of 
Inspector  General  either  that  "Baby  Doe  funds 
could  be  put  to  better  use  on  general  child  protec- 
tive programs,  medical  neglect  or  other  priorities 
identified  by  States"  or  that  the  "Baby  Doe  problem 
is  too  small  to  warrant  special  Federal  funds  or 
attention."^ 


"  PfvteCiic  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  54  (1985)  (vol.  I)  (testimony  of 
Mary  Ahem,  Attorney,  American  Hospital  Association).  Accord 
Testimony  of  Dr.  James  Strain,  American  Academy  of  Pediatrics 
("Wc,  the  medical  profession,  have  a  good  relationship  with  child 
abuse  agencies  in  the  Str  ^  We  have  worked  closely  with  them  in 
the  past  Of  course,  the  reporting  many  times  of  child  abuse 
comes  from  physicians.")  Id  at  45.  Testimony  of  Evan  J.  Kemp, 
Jr.,  Director,  E>isability  Rights  Center  ("I  think  there's  a  bit  of  a 
problem  in  basing  too  [many]  resources  in  the  child  abuse  statute. 
Basically  those  statutes  were  set  up  so  that  doctors  could  report 
on  parents  that  abuse  their  children,  and  this  situation  is  sort  of 
the  reverse.  We're  asking  them  now  to  report  on  doctors  who  are 
denying  treatment,  and  I  think  this  whole  setup  is  bad  for  the 
protection  of  infants  bom  with  disabilities,")  Protection  of  Handi- 
capped Newborns:  Hearing  Before  the  United  States  Commission  on 
Civil  Rights  36  (1986)  (vol.  IT);  testimony  of  Carlton  Sherwood 
("In  my  experience,  the  State  child  abuse.  .  .workers.  .  .work 
hand-in-glove  with  the  local  hospitals  for  child  abuse  reports; 
the/re  one  and  the  same.  Some  of  the  State  child  abuse  agencies 
actually  have  oHtces  in  the  hospitals  where  they  actually  work 
right  there  so  the  physicians  can  report  something.  They  know 
these  guyi,  they  work  with  them.")  Id  at  61. 


«  Interview  with  Dr.  Leon  Bourke,  Issues  in  L.  &  Med  (Nov. 
30,  1987).  All  the  jurisdictions  which  consulted  disability  repre- 
sentatives also  consulted  medical  representatives.  One  additional 
responding  jurisdiction  indicated  it  "probably"  had  contacted 
disability  representatives.  Those  responding  on  oehalf  of  three 
other  jurisdictions  said  either  that  the  jurisdiction  had  consulted 
no  one  or  that  they  didn't  know  who,  if  anyone,  had  been 
consulted.  Id 

"  Bopp  &  Balch,  The  Child  Abuse  Amendments  of 1984  and  Their 
Implementing  Regulations:  A  Summary,  1  Issues  in  L.  &  Med  91 
104  n.66  (1985).  ' 
^  Protection  of  Handicapped  Newborns.*  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  240- (1986)  (vol.  II)  (testimo- 
ny  of  Patricia  Ellison,  M.D.).  Dr.  Walter  Owens,  the  physician  in 
the  Bloomington  Infant  Doe  case,  was  on  the  same  panel  as  Dr. 
Ellison.  He  immediately  said,  "I  would  endorse  Dr.  Ellison's 
statement  completely."  Id  at  241.  C/  testimony  of  Carlton 
Sherwood  ("Why  do  you  think  the  AMA  and  the  rest  of  these 
organizations  arc  willing  to  let  the  State  child  abuse  agency  come 
in  and  look  at  anything  they  want  to  but  not  somebody  from 

HHS?  They're  friends.  They  work  together  ")  Id  at  61. 

**  Office  of  Inspector  Gener«l,  Department  of  Health  and 
Human  Services,  Survey  of  Baby  Doe  Programs  11  (1987). 
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CPS  Agiincies*  FaUure  to  Comply  with 
Federal  Regtilatioiis 

The  delegation  of  significant  investigational  re- 
spoh.  '">ility  by  watchdog  agencies  to  those  they  are 
supposed  tc  be  watching  is  perhaps  the  most  serious 
form  of  widespread  noncompliance  by  CPS  agencies 
with  the  medical  discrimination  regulations  it  is  their 
duty  to  implement.  It  is  not,  however,  the  only  one. 

In  direct  contravention  of  the  governing  regula- 
tions, six  States'  CPS  agencies  have  no  written 
policy  specifying  the  manner  in  which  they  would 
obtain  medical  records  to  investigate  a  report  of 
medical  neglect** 

In  addition.  Federal  regulations  require  that  State 
CPS  systems  must  have  the  ability  to  obtain:  "[a] 
court  order  for  an  independent  medical  examination 
of  the  infant,  or  otherwise.efiect  such  m  examina- 
tion in  accordance  with  processes  established  under 
State  law,  when  necessary  to  assi're  an  appropriate 
.resolution  of  a  report  of  medical  neglect  (including 
ii:stances  of  withholding  of  medically  indicated 
treatment  from  disabled  infants  with  life  threatening 
conditions).**"  Yet  50  States*  CPS  agencies  have 
policies  that  fail  lo  jprovide  for  securing  an  indepen- 
-  dent  medical  exammation  of  a  child  with  a  disability 
abcut  vyhom  a  report  of  a  suspected  medical  neglect 
has  been  fiied.'* 

The  impression  that  some  States  pay  little  or  no 
attention  to  the  standards  of  treatment  embodied  in 
tiie  Federal  law  and  regulations  is  reinforced  by  the 
fact  that  11  States*  CPS  agencies  have  policies  that 
either  mi^define  the  term  "withholding  of  medically 
indicated  treatment,"  do  not  ^efme  it  at  all,  or  defme 
the  term  in  such  an  abbreviated  fashion  as  to  invite 
ambigiiity  and  uncertainty."  In  fact,  Utah's  CPS 
agency  went  so,  fc  t  a3  to  create  a  new  exception. 
Under  iis  procedures,  medical  treatment  need  not  be 
provided  when  "in  the  treating  physician's  judg- 

»*  These  States  arc  Alabama,  Arkansas,  Connecticut,  Georgia, 
Mississippi,  and  New  York. 

»  45  CRR.  §1340.15(4Xu)  (1987).  The  term  "independent" 
connotes  an  individual  free  from  the  influence,  guidance,  or 
control  of  another.  A  hospital's  own  physicians,  such  as  those 
serving  on  its  ICRC.  therefore  cannot  qualify  as  an  "indepen- 
dent" source  for  the  CPS  agency.  Each  State's  CPS  system  must 
construct  its  own  bank  of  independent  medical  consultants. 
*•  These  States  arc  Arkansas,  Connecticut,  Florida,  Georgia, 
Hawaii,  New  York,  Mississippi,  Oklahoma,  Utah,  and  Washing- 
ton. Missouri's  CPS  ageiicy  will  seca-e  a  court  order  for  an 
independent  medical  examination  only  if  the  parent(8)  do  not 
consent  and/or  Uie  attending  physician  disagrees  with  the 
recommendation  of  the  ICRC  Missouri  Division  of  Socicl 
Services,  Division  of  Family  Services,  Children's  Section  Special 


ment.  .  .the  treatment  itself  under  such  circum- 
stances would  be  inhumane."^* 

A  majority  of  the  States  reviewed  are  not  even 
clear  in  their  policies  concerning  who  is  covered  by 
the  standards  of  treatment  in  the  act.  The  Child 
Abuse  Amendments  standard  of  treatment  applies  to 
''disabled  infants  with  life-threatening  conditions,"^ 
45  C.F.R.  §1340.15(b)(3)(i)  (1987)  provides: 

The  term  "infant"  means  an  infant  less  than  One  year  of 
age.  The  reference  to  less  than  one  year  of  age  shall  not  be 
construed  to  imply  that  treatment  should  be  changed  or 
discontinued  when  an  infant  reaches  one  year  of  age,  or  to 
affect  or  limit  any  existing  protections  available  under 
State  laws  regarding  medical  neglect  of  children  over  one 
year  of  age.  In  addition  to  their  applicability  to  infants  less 
than  one  year  of  age,  the  standards  set  forth  in  paragraph 
(bX2)  of  this  section  [definmg  "witlmolding  of  medically 
indicated  treatment"]  should  be  consulted  thoroughly  in 
ihe  evaluation  of  any  issue  of  medical  neglect  involving  an 
infant  older  than  one  year  of  age  who  has  been  continuous- 
ly hospitalized  since  birth,  who  was  bom  extremely 
prematurely,  or  who  has  a  long-term  disability. 

Tv/enty-four  State  CPS  agencies  have  policifis 
that  either  do  not  define  the  term  "infant"  or — in 
direct  contravention  of  the  governing  regulation  — 
defme  the  term  to  encompass  only  infants  of  less 
than  a  year  in  age." 

CPS  Attitudes  to  Treatment  Principles 

There  have  also  been  a  number  of  indications  that 
some  State  CPS  agency  personnel  are  unsympathet- 
ic to  the  principles  of  treatment  embodied  in  the 
Child  Abuse  Amendments. 

When  a  bill  that,  in  modified  form,  would  become 
the  Child  Abuse  Amendments  was  first  before 
Congress,  the  national  organization  which  repre- 
sents CPS  agencies  conceded  that  "child  protective 
service  agencies  should  appropriately  intervene  in 
cases  where  it  is  alleged  that  medically  beneficial 
treatment  is  being  denied  to  handicapped  infants." 

Child  Abuse/Neglect  Investigation  Procedure:  Baby  Doe»  A-7, 
P  (Oct  1, 1986)  (available  in  files  of  U.S.  Commission  on  Civil 
Ripjits). 

"  These  States  are  Arizona,  Iowa,  Mississippi,  Montana,  New 
Jersey,  New  York,  Oklahoma,  Oregon,  Utah,  Washington,  and 
West  Virginia. 

*•   Utah  Division  of  Family  Services,  Department  of  Social 
Services,  Division  of  Family  Services  Policy  and  Procedures  for 
Implementation  of  "Baby  Doe"  Legislation  IH.  II-B  (3). 
«  45  C.F.R.  §1340.15(a)  (1987). 

*^  These  States  are  Alabama,  Alaska,  Arizona,  Delaware.  Maine, 
Maryland,  Minnesota,  Mississippi,  Missouri,  Montana,  New  Jer- 
sey, New  York,  North  Dakota,  Ohio,  Oklahoma,  Oregon,  South 
Dakota,  Tennessee,  Texas,  Utah,  Vermont,  Virginia,  Washington, 
and  West  Virginia. 

115 


1  O 


Nevertheless,  the  organization  opposed  the  bill, 
emphasizing  that: 

Cases  involving  the  deu  il  of  health  care  for  handicapped 
infants  should  not  automatically  be  defined  as  child  abuce 
or  neglect  These  decisions  are  most  often  the  result  of 
diflic^il.t  medical/ethical  judgments  made  by  both  the 
parents  and  doctors,  and  not  instances  of  willful  abuse  or 
neglect  resulting  from  malice  or  ignorance.*^ 

A  1987  Health  and  Hiunan  Service?  Inspector 
General*s  report  found  that  personnel  at  11  of  49 
State  CPS  agencies  took  the  position  that  "[bjecause 
of  medical  and  ethical  issues  involved,  CPS  respon- 
sibility for  Baby  Doe  cases  is  not  appropriate,'*  jind 
10  others  were  unwilling  to  state  whether  they 
regarded  such  responsibility  as  appropriate  or  not.^* 

CPS  agencies  are  largely  staffed  by  social  work- 
ers. A  witness  before  the  Commission,  Mary  Jane 
Owen,  director  of  Disability  Focus,  Inc.,  reviewed 
the  literature  of  the  social  work  profession.  Al- 
though she  found  articles  that  discussed  how  to  help 
"so-ca^  jd  healthy  families  deal  with  the  tragedy  of 
having  a  flawed  infant  or  child,"  she  found  no 
material  giving  any  positive  picture  of  life  with 
disiabilities  or  describing  the  maximization  of  the 
potential  of  people  with  disabilities."  Social  psy- 
chologist Adrienne  Asch  testified: 

(SJocial  workers,  like  everybody  else,  arc  brought  up  in  a 
culture  that  devalues  people  with  disabilides.  And  there's 
no  reason  to  think  that  they're  not  going  to  bring  that 
devaluin/i  right,  to  their  work  and  they  say,  'These  poor 
parents,  I  really  understand  why  they  don't  want  to  treat 
this  child.  It's  not  really  child  abuse.  I  don't  care  what  the 
law  says.  It  is  really  understandable.  The  child  is  going  to 
be  a  great'  burden."** 

Individual  expressions  of  a  negative  attitude  by 
CPS  personnel  toward  the  mission  implicit  in  their 
responsibilities  under  the  Child  Abuse  Amendments 
of  1984, ere  not  hard  to  find.  For  example,  when 
asked  if  tl  're  had  been  any  reports  of  withholdmg  of 
medically  indicated  treatment  in  Texas  in  the  pre- 

"  Statement  of  the  Role  of  Child  Protective  Services  Agencies  In 
Cases  Involving  Denial  of  Health  Cart  for  Handicapped  Infants, 
Resolution  of  the  National  Council  of  State  Public  Welfare 
Administrators  of  the  American  Public  Welfare  Association,  May 
11,  1984,  cited  In  Bopp  &  Balch,  The  Child  Abuse  Amendments  of 
J934  and  TTtelr  Implementing  Regulations,  1  Issues  in  L.  &  Med. 
104  n.66  (1985). 

»»  Office  of  Inspector  General,  Pcpartment  of  Health  and 
Human  Services,  Survey  of  Baby  Doe  Programs  11  (1987). 
»»  Protection  of  Handicapped  Newborns:  Hearing  Brfore  the  United 
States  Commission  on  Civil  Rights  146  (1986)  (vol.  II)  (testimony 
of  Mary  Jane  Owen,  IMrcctor,  Disability  Focus,  Inc.). 
»*  Protection  ofHo.^lcapp€d  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  147-48  (1986)  (vol.  II)  (testimo- 
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ceding  year,  the  CPS  admmistrator  there  replied, 
**Are  you  kidding?"  and  described  the  Baby  Doe 
question  as  **a  misunderstood  issue  caused  by  an 
extraordinary  event  in  Bloomington,  Illinois.  This 
issue  is  primarily  an  issue  related  to  parents'  and 
physicians'  decisions  concerning  treatment  of  the 
child— it  is  a  medical  issue,  not  a  political  issue."*' 
Similarly,  when  a  court  action  was  initiated  in 
Oregon  to  prevent  the  starvation  of  a  termmally  ill 
child  with  a  disability,  the  CPS  reaction  was  hostile: 

Karen  Green,  a  state  assistant  attorney  general  for  the 
Children's  Services  Department,  said  the  reaction  to  the 
intervention.  .  .was  "outrage.  .  .that  a  family  which  had 
the  trauma  of  having  a  deformed  child  in  the  first  place 
should  then  be  dragged  into  court  and  have  it  suggested 
that  they  are  not  being  proper  parents.  .  .  .The  people  I 
have  spoken  to  arc  unhappy,"  she  said.** 

Even  in  well-publicized  cases.  State  CPS  agencies 
have  repeatedly  been  reluctant  or  unwilling  to  act  to 
prot^t  children  with  disabilities  from  denial  of  life- 
preserving  treatment.  In  the  original  "Infant  Doe" 
case  in  Bloomington,  Indiana,  the  local  CPS  agency 
was  appointed  by  the  trial  judge  to  act  as  the  child's 
guardian  ad  litem  for  the  purpose  of  considering 
whether  to  appeal  from  his  ruling  supportmg  the 
death  of  the  child.  The  agency  considered  the  case 
and  declined  to  appeal  it.*' 

The  Connecticut  CPS  agency  has  an  agreement 
for  shared  responsibility  with  the  Connecticut  De- 
partment of  Health  Services  "with  regard  to  coordi- 
nation and  consultation  with  health  care  facilities 
providing  inpatient  newborn  care  and  response  to 
reports  of  medical  neglect  (including  instances  of 
withholding  of  medically  indicated  treatment  from 
disabled  infants  with  life-threatening  condi- 
tions). .  .  ."  Under  that  agreement,  the  health  ser- 
vices department  has  the  responsibility  to  "[rjeview 
and  approve  health  care  facility  policies  concerning 
the  care  of  critically  ill/handicappp^  newborns."" 

ny  of  Adrienne  Asch,  Adjunct  Lecturer  in  Social  Psychology. 
at>  College  of  New  York). 

«  Telephone  interview  M-Iih  David  Brock,  Child  Protective 
Services  Manager,  Texas  Department  of  Human  Services  fJulv 
29,  1988).  ^  ^ 

»•  HUts,  Braln^Damaged  Baby  Dies  A'^rM  Court  Fight  Over 
Treatment,  Washington  Post,  Apr.  23,  1983,  at  A2,  cols.  1-5,  col. 
3. 

"  Telephone  interview  with  James  Bopp,  Jr.,  Attorney  for 
Robert  and  Shirley  Wright,  a  couple  who  sought  to  adopt  Infant 
Doc  (Nov.  30,  1988). 

"  Connecticut  Department  of  Children  and  Youth  Services, 
Agreement  Between  the  Connecticut  Department  of  Health 
Services  and  the  Connecticut  Department  of  Children  and  Youth 
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In  1981  a  State  legislative  committee  asked  the 
Connecticut  Depurtment  of  Health  Services  to 
investigate  denials  of  treatment  at  Yale-New  Haven 
Hospital  and  in  other  hospitals  around  the  State  after 
hearings  the  conmiittee  held,  stimulated  by  the 
investigative  reporting  of  the  Hartford  Courant, 
documented  a  pattern  of  such  denial.  That  pattern 
included  the  starvation  of  children  with  Down*s 
syndrome  (in  one  case  taking  23  days),  the  provision 
of  lethal  overdoses  to  parents  to  give  to  children 
with  disabilities,  and  the  falsification  of  death  certifi- 
cates to  cover  up  such  deaths.**  Instead  of  acting  to 
stop  such  practices,  the  agency  responded  with  a 
report  that  took  the  following  positions: 

Parents  may  have  to  choose  between  caring  for  a 
devastated  infant  and  maintaining  food,  shelter  and  cloth- 
ing for  the  rest  of  the  family. 

No  one  reviewing  or  making  these  decisions  will  be  able 
to  ignore  economic  considerations  of  somrr  kind. 


The  state,  ccting  through  the  legislature,  should  not 
attempt  to  define  or  interfere  with  medical  practice; 

.  .  .The  state,  acting  through  the  legislature,  cannot 
establish  ethical  or  moral  standards  for  its  citizens  to 
observe,  because  of  the  enormous  variety  of  personal 
feelings  on  the  subject  which  are  present  in  our  society. 
Such  laws  would  be  ignored  and  ineffective.  .  . 

Confronted  with  denial  of  lifesaving  surgery  to  a 
child  with  spina  bifida  in  Robinson,  Illinois,  the 
Illinois  CPS  agency  acted  to  protect  the  child  only 
under  threat  of  a  Federal  lawsuit.**  In  the  "Baby 
Jane  Doe"  case,  not  only  did  the  CPS  agency  refuse 
to  act,  but  it  provided  a  letter  to  the  attorneys 
defending  the  denial  of  treatment  stating  that  the 
denial  constituted  "no  credible  evidence  of  ne- 
glect.**** 

Although  some  of  the  examples  above  of  attitudes 
of  CPS  workers  antedate  the  Child  Abuse  Amend- 

Services  Regarding  Medical  Neglect  of  Infants  in  Connecticut 

Health  Care  Facilities  1  (Oct.  9.  1985). 

»•  See  chap.  12  and  text  accompanying  notes  12-33. 

Connecticut  Department  of  Health  Services,  Infant  Death: 
Life  and  Death  in  Newb^  ti  Special  Care  Units,  46  Conn.  Med.  589, 
594-95  (1982). 


ments,  there  is  little  reason  to  conclude  that  such 
attitudes  have  changed  dramatically,  given  people's 
general  reluctance  to  change  their  views. 

Conflict  of  Interest 

CPS  agencies  are  part  of  the  State  government, 
often  in  the  same  department  that  runs  hospitals  and 
other  institutions  that  provide  medical  treatment  to 
children  with  disabilities.  This  can  create  a  direct 
conflict  of  interest  for  the  CPS  agency.  The  "Baby 
Jane  Doe^'  incident  is  a  case  in  point.  Jane  Doe  was 
denied  treatment  at  University  Hospital  of  the  State 
University  of  New  York  at  Stony  Brook.  The  State 
attorney  general  represented  the  hospital— arguing 
not  only  against  treatment,  but  even  against  govern- 
mental investigation  of  the  situation.  Similarly,  the 
Oklahoma  CPS  agency  never  investigated  or  acted 
to  thwart  the  course  of  selective  denial  of  treatment 
to  children  with  spina  bifida  at  Oklahoma  Children's 
Memorial  Hospital.  As  James  Bopp,  Jr.,  testified,  it 
had  a  strong  incentive  not  to  do  so: 

In  the  Oklahoma  case.  .  .the  Oklahoma  child  abuse  and 
neglect  State  authority  is  the  very  same  State  authority 
that  operates  the  hospital  at  which  the  children  were 
denied  medically  indicated  treatment.  You  then  have  a 
situation  in  which  the  two  agencies  which  may  be 
involved,  one  in  denymg  medical  treatment  and  the  other 
in  enforcing  and  Insuring  that  medical  treatment  is  provid- 
ed, are  within  the  same  department  of  the  State  govern- 
ment. It  is  difficult  to  believe  in  that  circumstance  that 
child  abuse  and  neglect  agencies  would  take  enforcement 
action  against  a  hospital  that  is  a  member  agency  of  its 
own  State  department.*' 

Conclusion 

In  sum,  the  close  working  relationship  between 
some  CPS  personnel  and  members  of  the  medical 
profession  has  resulted  in  the  substantial  failure  of 
many  State  child  protective  service  agencies  to 
effectively  enforce  the  Child  Abuse  Amendments  of 
1984. 

*»  Telephone  interview  with  Robert  D*Ag0$tin0,  former  Depi  ty 
Assistant  AvtOmty  GenenJ,  Civil  Rights  Division,  Department  of 
Justice  (Dec.  1,  1988). 

♦*  Letter  from  William  Larson  and  Jane  Raven,  Suffolk  County 
Child  Protective  Services,  to  Paul  GianelJi  (Nov.  7,  1983). 
**  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Rights  156  (1986)  (vol.  II)  (testimony 
of  James  Bopp). 
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Cliapter  11 

The  Role  and  PMormance  of  Infant  Care 
Review  Coromitt^^s 


The  establishment  of  infant  care  review  commit- 
tees—internal hospital  committees  that  consider 
instances  in  which  liferpreserving  medical  treatment 
is  being  or  may  be  withheld  from  infants  with 
disabilities — is  encouraged  by  the  Child  Abuse 
Amendments  of  1984,^  as  it  was  by  the  final 
legulations  the  Department  of  Health  and  Human 
Services  issued  under  section  504.'  A  1986  survey 
fouiid  that  5l.%  percent  of  hospitals  with  either  a 
neonatal  intensive  care  unit  or  over  1,500  births 
annually  had  established  such  committeeSi  and  an 
additional  8.9  percent  were  in  the  process  of  forming 
them.* 

Many  maintau^  mat  using  infant  care  review 
committees^  for  advice  when  dciiial  of  treatment  is 
being  considered  is  preferable  to  governmental 
involvement  Robert  Weir  makes  a  typical  argu- 
ment: 

Simply  put»  such  a  committee  can  woric  as  the  third  stage 
of  a  four-stage  process  of  decision  making  and  review— 
consisting  of  parents,  physicians,  the  committee,  and  the 
courts  as  a  seldom-ustd  final  stage.  The  committee  can 
function  as  an  advisory  board  to  pediatricians  making 
difficult  decisions  in  the  neonatal  intensive-care  unit,  an 
internal  appeals  and  review  board,  and  an  institutional 


»  42  U.S.CA.  {5103  note  (West  Supp.  12)87)  (sec  gcncxaUy  ctap. 
7). 

«  45  CER.  SS84.55(a)  ft  (0  (1986)  (see  genertUy  chap.  6,  and  the 
Cext  accofz^nying  notes  72-77). 

*  Univenity  of  Connecticut  Hedth  Center,  Pediatric  Res^^ 
and  Training  Ce&ier,  National  Collaborative  Survey  of  Infant 
Care  Review  Commlnees  in  United  States  Hovp^  6  (!1987) 
(available  from  American  AcvVtemy  of  Pediatrics)  [hereinafter 
National  CoUaborative  Survey]^  71^ /iurvey,  largely  funded  by 
the  National  Institttte  for  Disability^ and  RebtvUiutlon  Research 
of  the  U.S.  Department  of  Educ^Uibn,  was  conducted  by  the 
University  of  Connecticut  Pediatric  Research  and  Tr^nbg 
Center  and  the  American  Academy  of  Pec'^atrics.  It  was  sent  to 
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check  on  abusive  practices.  This  procedural  process  is 
preferable  to  having  moral  decisions  in  neonatal  intensive 
care  units  hamstrung  by  governmental  regulations,  and  it 
will  achieve  basicidly  the  same  axd:  the  provision  of 
medical  trwttmcnt  to  handicapped  newborns  who  need 
and  will  on  balance  benefit  from  such  treatment* 

On  the  other  hand,  some  disability  rights  advo- 
cates are  skeptical  about  the  effectiveness  of  such 
committees  in  protecting  the  medical  treatment 
rights  of  people  with  disabilities.  For  examplo, 
Professor  James  Ellis  told  ^e  Commission: 

[A]necdotal  evidence  suggests  the/  are  very  hit-and- 
miss  as  to  whether  or  not  they  effectivViy  2nvestigf»te  cases 
that  are  like  the  ones  that  have  been  und  br  discuss-on  here, 
and  there  is  anecdotal  evidence  to  suggest  that  some  of 
thwn  have  not  been  very  effective.  And  to  place  all  of  our 
civil  rights  enforcement  resources  in  such  a  hit*and*miss 
kind  of  mechanism  when  the  stakes  are  so  high  for  the  kids 
involved  is  distiessing* 

History 

The  genesis  of  these  committees  may  probably  be 
traced  to  suggestions  made  in  a  1975  law  review 
article  by  pediatrician  Dr.  Robert  Teel.'  The 
concept  was  given  impetus  the  following  year  by  the 
New  Jersey  Supreme  Court  in  its  In  re  Quintan 

870  hospitals  in  48  States,  of  which  643  (73.9  percent)  responded. 
Id,  app.  D  at  1. 

•  They  arc  also  frequently  called  "ethics  committees"  and 
sometimes  '^itient  care  review  committees." 

•  "W^r,  Sounding  Boanl[*ineGoYimment  and  SeiectifcNont^^ 
ment  of.  Handicapped  Infants,  309  New  Eng.  J.  Med.  661,  663 
(1983). 

•  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Cifll Rights  35-36  (vol.  11)  (.  (testimony 
of  Prof.  James  W.  EUis,  School  of  Law,  University  of  New 
Mexico). 

»  Tccl,  The  Physician's  Dilemma:  A  Doctor's  View:  What  the  Law 
Should  Be,  27  Baylor  L.  Rev.  6,  8-10  (1975). 
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decision.*  The  court  wrote  that  the  establishment  of 
such  cocunittees  "would  be  protective  to  the  hospi- 
tal as  well  as  the  doctor  in  screening  out,  so  to  speak, 
a  case  which  might  be  contaminated  by  less  than 
Worthy  motivations  of  family  or  physician."* 

However,  a  study  published  in  March  1983  con- 
cluded that  as  of  that  date  ethics  committees  had 
"not  been  widely  adopted  as  a  means  of  handling 
medical  ethical  problems.  Only  1  percent  of  the 
hospitals  in  this  country.  .  .have  such  commit- 
tees."^« 

Widespread  advocacy  and  then  implementation  of 
ethics  committees  came  >nly  in  reaction  to  the 
public  outcry  over  the  Bloomington  Infant  Doe  case 
and  the  Federal  response  under  section  504  the 
outcry  evoked."  In  November  1983,  a  journalist 
described  the  change  in  the  medical  community: 

Under  assault  from  the  federal  government.  .  .the 
American  Academy  of  Pediatrics  (AAP)  has  quietly  but 
significantly  changfxi  its  position. 

In  the  last  several  months,  the  AAP  has  come  forward 
to  say  that  hospitals  should  establish  ethics  com^ttees 
made  up  not  only  of  hospital  staffers  but  also  of  commu- 
nity members.  These  committees  would  establish  proce- 
dures to  review  cases  m  which  doctors  and  parents  have 
decided  to  forego  life-sustaining  measures. 

"Historically,  the  American  Academy  of  Pediatrics  has 
been  unwilling  to  allow  outsiders  to  participate  in  the 
difficult  decisions  these  newborns  bring  up,"  said  Thomas 
Murray  of  the;  Hastings  Center  in  Hastings-on-Hudson, 
N.\.,  an  ethics  thmk  tank. 


Yet,  given  recent  government  attempts  to  intervene  in 
treatment  decisions,  the  medical  profession  nov;  views 
"the  ethics  committee  route  as  the  lesser  of  the  evils," 
Murray  said." 

In  1983  the  ethics  committee  concept  was  cham- 
pioned by  two  important  sources:  the  President's 
Commission  for  the  Study  o**  Ethical  Problems  in 

•  70  SX  10,  355  A.2d  647  (1976),  cert  denied,  429  U.S.  922 
(1976). 

•  /dL  at  669.  Other  courts  subsequently  spoke  with  approbation  of 
cthla  committees,  primarily  in  the  context  of  cases  of  potential 
termination  of  treatment  for  older  patients.  See,  e.g..  In  re  Colyer, 
99  Wash.  2d  1 14, 660  P.2d  738  (1983);  In  re  Spring,  380  Mass.  629, 
405  N.E,2d  115  (1980);  Superintendent  of  Belchertown  State 
School  V.  SaiJccwict,  373  Mass.  728,  370  N.a2d  417  (1977). 
«•  Youngner,  Jackson,  Coulton,  Juknialis  &  Smith,  A  National 
Surrey  of.Hospltal  Ethla  Committees,  in  President's  Commission 
for  the  Study  of  Ethical  Problems  in  Medicine  and  BiomwJical 
and  Behavioral  Research,  Deciding  to  Forego  Lifc-Sustaimng 
Treatment  443,  448  (1983). 


Medicine  and  Biomedical  and  Behavioral  Research, 
and  the  American  Academy  of  Pediatrics.  In  March 
1983,  the  President's  Commission  issued  its  report, 
Deciding  to  Forego  Life-Sustaining  Treatment  While 
condemning  the  denial  of  lifesaving  surgery  to  a 
child  with  Down  syndrome"  (in  apparent  reaction 
to  the  Bloomington  Infant  Doe  case**  ),  the  Presi- 
dent's Commission  rejected  resort  to  government 
enforcement  of  section  504  of  the  Rehabilitation  Act 
of  1973  as  contemplated  by  the  then  recently 
promulgated  Departiuent  of  Health  and  Human 
Services*  "Baby  Doe"  regulations,"  inbCcad,  it 
proposed  a  process  of  internal  hospi'cal  review, 
including  the  use  of  ethics  committees: 

This  approach  would  ensure  that  an  individual  or  group 
whose  function  is  to  promctc  good  decisionmaking  re- 
views the  most  difficult  cases  [including]  those  in  which  a 
decision  to  forego  life-sustmning  therapy  has  been  pro- 
posed because  of  a  physical  or  mental  handicap,  as  well  as 
cases  where  a  dispute  has  arisen  among  care  givers  nnd 
surrogates  over  the  proper  course  of  treatment. 

Such  a  review  could  serve  several  functions.  .  .  .First, 
it  can  verify  th-t  the  best  information  available  is  being 
used.  Second,  ii  can  confirm  the  propriety  of  a  decision 
that  providers  and  parents  have  reached  or  confirm  that 
the  range  of  discretion  accorded  to  the  parents  is  appropri- 
ate. ThLd,  it  can  resolve  disputes  among  those  involved  in 
a  decision,  by  improving  communication  and  understand- 
ing among  thcin  and,  if  necessary,  by  siding  with  one  party 
or  another  in  a  dispute.  Finally,  it  can  refer  casec  to  public 
agencies  (child  protection  services,  probate  courts,  or 
prosecuting  attorneys)  when  appropriate.  Such  a  reviev 
mechanism  has  the  potential  both  to  guarantee  a  discussi'jn 
of  the  issues  with  a  concerned  and  disinterested  "represen- 
tative of  the  public"  and  to  insulate  these  agonizing,  *ragic 
decisions  from  the  glare  of  publicity  and  the  distortions  of 
public  posturing  that  commonly  attend  court  proceed- 
ings." 

When  it  filed  its  legal  challenge  to  the  first  set  of 
"Baby  Doe"  rules,  the  American  Academy  of 
Pediatrics  also  promoted  medical  ethics  comaiittees 
as  an  alternative."  An  article  by  Dr.  Norman  Post, 

"  See,  e.g.,  Cranford  &  Doudera,  The  Emergence  of  Institutional 
Ethics  Committees,  L.,  Med.  &  Healtli  Care,  February  1984,  at  13, 

«*  Herskowilz,  The  'Baby  Doe*  Diiemma:  The  Ethics  ofUfe  and 
Death,  Philadelphia  Inquirer,  Nov.  20,  1983,  at  ID,  cols.  1-2. 
>*  President's  Commission  for  the  Study  of  Ethical  Problems  in 
Medicine  and  Biomedical  and  Behavioral  Research,  Deciding  to 
Forego  Life-Sustaining  Treatment  6  (1983)  thereinafter  Presi- 
dent's Commission  Report]. 

/dL  at  224  &  n.  92. 
«•  Id.  at  225-27. 
»•  Id  at  227. 

"  American  Academy  of  Pediatrics,  News  Release:  Pediatricians 
Oppose  Federal  Rule  on  Handicapped  Newborns  2  (Mar.  18, 
1983)  (available  in  files  of  U.S.  Commission  on  Civil  Rights). 
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a  member  of  the  American  Academy  of  Pediatrics' 
Infant  Bioethics  Task  Force,  which  played  a  key 
role  in  proposing  such  committees,  makes  clear  that 
they  were  designed  less  to  enforce  the  treatment 
standards  of  the  law  than  to  protect  doctors  and 
hospitals  from  "intrusion"  by  the  government  or 
other  outsiders: 

The  theoretic  basis  for  ethics  committees  is  that  they 
should  be  better  able  to  emulate  the  "ideal  ethical 
observer"  than  cotild  any  single  individual.  Even  if  they 
did  not  achieve  this  ideal,  however,  they  might  serve  the 
following  purposes. 

FoliticaL  They  offer  a  mechanism  for  accountability  that 
could  avoid  less  desirable  alternatives. 

Therapeutic  They  offer  a  forum  for  nurses  and  others 
who  are  aggrieved  by  decisions  to  express  th^r  concerns 
and  fed  part  of  the  decisionmaking  process.  This  not  only 
helps  professionals  who  experience  suffering,  but  it  may 
avoid  the  whistle-blowing  that  leads  to  unwelcome  public- 
ity and  intrusion. 

Legal  The  risks  of  civil  or  criminal  liability  would 
presumably  be  fewer  if  the  responsible  physician  could 
show  his  or  her  decision  was  reached  after  extensive 
consultation  and  deliberation.  Consultation  should  reduce 
the  chance  of  making  decisions  that  create  actual  civil  or 
criminal  liability.  It  is  also  less  likely  that  charges  will  be 
brought  if  decisions  are  seen  as  resulting  from  extensive 
consultation  and  deliberation.  Even  if  charges  are  brought^ 
the  risk  of  conviction  is  reduced  by  demonstrating  that 
due  care  was  taken  in  making  a  decision. 

Educational  By  increasing  sensitivity  wthin  the  institu- 
tio3t  committees  can  presumably  improve  the  ethical 
acceptability  of  complex  decisions." 

Central  to  the  rationale  for  reliance  on  such 
committees  was  the  position,  taken  by  both  the 
President's  Commission  and  the  Academy  of  Pediat- 
rics, that  precise  substantive  rules  about  when 
treatment  should  be  provided  or  withheld  are 

"  Post,  Treatment  of  Seriously  III  and  Handicapped  Newborns,  2 
Critical  Care  Clinics  149.  157  (1986)  (emphasis  in  original).  Dr. 
Post's  justification  has  been  given  in  its  entirety.  Three  out  of  four 
of  the  purposes  described^relate  to  fending  off  perceived  threats 
to  medictl  autonomy. 

*»  President's  Commission  Report,  supra  note  13,  at  217-23. 
*  Id.  at  223.  Sec  the  more  detailed  discussion  of  the  President's 
Commission's  approach  in  chap.  6  at  the  text  accompanying  notes 
40-59. 

«  Strain,  AAP  Will  Fight  Rule.  Milwaukee  Sentinel,  July  22, 
1983»  at  6,  col.  5. 

»  Strain,  The  Handicapped  Ir\fant,  AAP  News  and  Comment, 
July  1983,  at  15.  The  AAP  developed  guidelines  for  such 
committees.  Infant  Bioethics  Task  Force  and  Consultants,  Guide- 
lines for  Infant  Bioethics  Committees,  74  Pediatrics  306  (1984) 
{hereinafter  Infant  Bioethics  Task  Force  and  Consultants].  Dr. 
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inappropriate.  The  President's  Commission  argued 
that  there  are  three  categories  of  situations  in  which 
choices  between  provision  and  denial  of  lifesaving 
trcatmeat  are  made:  those  in  which  treatment  is 
clearly  beneficial,  those  in  which  it  is  clearly  futile, 
and  a  gray  area  in  between."  The  content  of  these 
broad  categories  was  left  deliberately  vague.  Be- 
yond stating  that  treatment  is  clearly  beneficial  for 
those  with  Down  syndrome,  the  President's  Com- 
mission rejected  the  use  of  "[s]upposedly  objective 
criteria  [which]  seems  to  remove  the  weight  of 
responsibility  too  readily  from  those  who  should 
bave  to  face  the  value  questions— parents  and  health 
carei)roviders."^  In  effect,  tl  .'resident's  Commis- 
sion concludwl  tliat  because  n  srd  and  fast  rules 
should  be  established  for  the  ^  >y  area,  the  best 
approach  to  making  appropriate  decisions  in  individ- 
ual cases  would  be  to  foster  a  process  in  which  all 
information  would  be  weighed  by  compassionate 
and  knowledgeable  individuals  from  a  variety  of 
backgrounds.  This  could  best  be  achieved  through 
the  use  of  hospital  ethics  committees. 

The  American  Academy  of  Pediatrics  grounded 
its  support  for  ethics  committees  in  a  similar  analy- 
sis. "[I]t  is  impossible  to  develop  a  consensus  on 
which  infants  within  a  broad  range  should  be 
treated,"  the  organization's  president,  Dr.  James 
Strain,  wrote.  "The  academy  believes  these  difficult 
medical  decisions  should  be  made  only  after  a 
thorough  review,  mcluding  consultation  with  a  local 
medical  review  committee.""  Dr.  Strain  empha- 
sized that  the  committees  should  operate  in  the  area 
of  ambiguity:  "It  is  the  management  of  the.  .  .'in 
between'  group  where  indications  for  unusual  medi- 
cal or  surgical  care  are  uncertain.  .  .which  should 
be  reviewed  by  an  ethics  committee  at  the  local 
hospital  level."" 

Strain's  perspective  on  the  role  of  ethics  committees  did  not 
change  following  the  adoption  of  the  Child  Abuse  Amendments 
of  1984.  Addressing  a  December  1985  Coloffdo  conference 
intended  to  examine  implementation  of  the  regulations  issued 
under  the  amendments,  he  did  not  discuss  l*-e  standard  of  ctzc 
established  by  the  amendments  as  the  basis  for  comn'iittce 
deliberations,  but  rather  repeated  the  view  that  treatment  deci- 
sions  faU  into  the  categories  cf  "clearly  benefi- 
cial,. .  .futile[,].  .  .and  that  in  which  the  burden  of  treatment 
must  be  weighted  against  the  benefits— that  'gray  area'  of 
decisionmaking.  Parents,  phy5:<'ians  and  IBCs  will  be  called  on  to 
determine  the  best  course  of  treatment."  Strain,  Bloomington  to 
Here:  A  Brief  History  of  the  Baby  Doe  Regulation,  in  The  Center 
for  Applied  Biomedical  Ethics  at  Rose  Medical  Center,  Medical 
Neglect  and  the  Disabled  Infant:  The  Impact  of  the  Baby  Doc 
Regulation  12,  14  (rev.  ed.  1987). 


From  this  perspective,  as  Carl  Schneider  has 
obsc 

pTIhe  wide  range  of  deeply  held  opinions  about  neonatal 
euthanasia.  .  .presses  us  to  take  the  problem.  .  .outside 
the  sphere  of  substantive  social  rules  by  seeking  ways  to 
make  decisions  about  neonatal  euthanasia  which  do  not 
require  social  conclusions  about  its  undedying  questions. 
Where  there  is  pressure  of  this  kind,  the  law.  .  .seeks 
procedural  devices  that  obviate  the  need  for  substantive 
rules.  For  neonatal  euthanasia,  the  nonsubstantive  solution 
has  commonly  been  to  establish  hospital  committees  to 
decide  case  by  case  whether  neonatal  euthanasia  is 
appropriate.** 

Thus,  the  proponents  of  ethics  committees  sought  to 
shift  the  question  from  the  substantive  one  of  whether 
trcaimcnt  should  be  withheld  to  the  procedural  one 
of  who  should  decide  whether  treatment  should  be 
withheld. 

As  a  substitute  for  HHS's  proposed  "Baby  Doe" 
rule  to  implement  section  504>  the  AAP  submitted  a 
detailed  proposal  for  mandatory  infant  bicethics 
committees  in  each  hospital.**  Bf-fore  promulgating 
the  Final  Rule.  HHS  conductcu  negotiations  with 
the  AAP,  other  medical  groups,  and  disability  rights 
groups,  negotiations  that  soon  focused  on  incorpo- 
rating some  modifi"jation  of  the  AAP  proposal." 

As  a  result  of  these  discussions,  the  Fmal  Rule 
included  a  recommendation  that  hospitals  establish 
what  HHS  called  "Infant  Care  Review  Commit- 
tees." However,  HHS  recognized  that  the  original 
rationale  for  ethics  committees  stood  in  stark  con- 
trast to  the  approach  embodied  in  the  nondiscrimina- 
tion tenets  of  section  504.*«  Inherent  in  reliance  on 
section  504  was  the  assumption  that  the  law  estab- 
lishes a  societally  defined  basis  for  determining  when 
life-preserving  treatment  must  be  provided  to  chil- 
dren with  disabilities  and  when  it  may  be  withheld 
from  them.  In  contrast,  inherent  in  the  original 
rationale  for  ethics  committees  was  the  assumption 
that  such  determinations  should  be  decided  on  a 

M  Schneider,  Rights  Discourse  md  Neonatal  Euthanasia,  76  Calif. 
L.  Rev.  15U  153-54  (1988).  Ste  also  Post,  Putting  Hospitals  on 
Notice,  Hastings  Ctr.  Rep.,  August  1982,  at  5. 7  C*(t]he  search  for 
substantive  criteria  may  be  too  difficulty  and  procedural  safe- 
guards may  prove  more  scrwccablc.  The  government  could,  for 
example,  require  the  establishment  of  a  local  review  process, 
simllar  to  the  institutional  review  boards.  .  .  .**)• 
**  Nondiscrimination  on  ihe  Basis  of  Handicap:  Procedures  ar^d 
Guidelines  Relating  to  Health  Care  for  Handicapped  Ir^fants,  49 
Fed.  Reg.  1622,  1623  (19S4)  [herciaaftcr  Fmal  Rule  (504)). 

Hilts,  HHS  Mova  to  End  **Baby  Doe**  Controversy  on  the 
Handicapp^  Washington  Post,  Aug.  24,  1983,  at  A2,  cols.  1-5. 
»•  The  hospital  ethics  committee  was  understood  by  its  propo- 
nenU  to  be  an  altcnuitive  rather  than  a  complement  to  enforce- 


case-by-case  basis  varying  from  hospital  to  hospital. 
Because  of  this  dichotomy,  the  Supplementary 
Information  published  with  the  Final  Rule  explained 
that  HHS  had  ''revised  the  Academy's  model  some- 
what to  underscore  that  the  purpose  of  the  ICRC  is 
to  advance  the  basic  principles  embodied  in  section 

In  the  words  of  bioethicist  Thomas  Murray,  a 
proin)nent  of  ethics  committees  and  an  opponent  of 
the  Final  Rule: 

[A]lthough  the  hospital  committee  described  in  the  rule  is 
closely  modeled  on  the  One  suggested  by  the  American 
Academy  of  Pediatrics,  its  name  has  been  changed  from 
"Infant  Bioethlcal  Review  Committee"  to  "Infant  Care 
Review  Committee"— substituting  a  medical  for  a  moral 
term.  And  One  type  of  member  recommended  by  the 
Academy  is  absent  from  the  HHS  version— "the  ethicist  or 
member  of  the  clergy."** 

The  504  Final  Rule  was  promulgated  in  January 
1984.  In  October  the  Child  Abuse  Amendments  of 
1984  were  signed  into  law.  This  legislation  directed 
HHS  to  publish  model  guidelines  for  infant  care 
review  committees,**  and  when  the  Department  did 
so  in  April  198S,  the  model  guidelines  were  quite 
similar  to  those  promulgated  as  a  part  of  the  Final 
Rule  under  section  504.^  Before  issuing  the  model 
rules,  the  Department  had  published  interim  model 
guidelines  on  December  10, 1984,  and  provided  a  60- 
day  period  for  public  comment.'^  Responding  to 
views  expressed  during  this  comment  period  by 
medical  groups,  the  Department  noted: 

Some  commenters  suggested  a  different  name  for  the 
committee,  such  as  "Infant  Bioethics  Committee"  oi  some 
other  term  that  emphasized  the  committee's  function  of 
considering  questions  of  medical  ethics.  The  Department 
has  not  chmiged  the  title  of  the  committee  because  nothing 
in  the  authorizing  statute  corroborates  the  notion  that  the 
focus  of  the  committee  should  be  "medical  ethics  "  at  least 
to  the  extent  that  term  connotes  considerations  difTcrc-nt 
than  those  involved  in  evaluating  medical  treatment 

ment  of  section  504.  See,  eg.,  FleVhmaa  &  Murray,  Ethics 
Committees  for  Infants  Doe,  Hastic^js  Ctr.  Rep.,  December  1983, 
at  5, 

Fmal  Rule  (r04),  su/:  a  note  24,  at  1625. 
**  Murray,  At  Last,  Final  Rules  on  Baby  Doe,  Hastings  Ctr.  Rep,, 
February  1984,  at  17,  17  (emphasis  in  the  original). 
»•  42  U.S.CA.  §5103  note  (West  Supp.  1988). 
»•  Services  and  Treatment  for  Disabled  Infants;  Model  Guidelines 
for  Health  Care  Providers  To  Establish  Infant  Care  Review 
Committees,  50  Fed.  Reg.  14893  (1985)  [hereinafter  HHS  Model 
ICRC  Guidelincsl. 

»»  Services  and  Treatment  for  Disabled  Infants:  Interim  Model 
Guidelines  for  Health  Care  Providers  to  Establish  Infant  Care 
Review  Committees,  49  Fed.  Reg.  48170  (1984). 
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possibilities  that  '•will  be  most  Hkdy  to  he  effective  in 
ameliorating  or  correcting"  all  Hfe-thrcate'^'''  condi- 
tions.** 

As  contemplated  by  the  model  guidelines,  "the 
basic  policy  [of  infant  care  review  committees 
(ICRCs)]  should  be  to  prevent  the  withholding  of 
medically  indicated  treatment  from  disabled  infants 
with  life-threatening  conditions.""  The  Department 
envisioned  that  ICRCs-would  serve  essentially  as 
prognosis  comn:iittees,  marshalling  and  evaluating 
specialized  medical  opinion  to  determine  whether 
the  facts  in  particular  cases  placed  them  within  the 
categories  of  the  Child  Abuse  Amendments  that 
require  treatment  or  within  the  exceptions  that  inak'i 
the  provision  of  treatment  (other  than  nutrition, 
hydration,  or  medication)  legally  discretionary. 

Thus,  the  HHS  guidelines  assumed  that  the 
particular  cases  that  came  before  a  committee  would 
not  involve  relitigation  of  the  ethical  and  social 
debates  about  the  propriety  of  treatment  that  pre- 
ceded enactment  of  the  law,  but  would  instead  focus 
on  an  analysis  of  how  the  law  should  properly  be 
applied  to  the  facts  of  that  case.  The  "ethical  issues" 
concerning  what  circumstances  justify  withholding 
of  treatment  were  not  to  be  up  for  reconsideration 
oa  a  case-by-case  basis;  they  wert  to  be  regarded  as 
settled  by  the  provisions  of  the  Child  Abuse  Amend- 
ments.«  Dr.  Richard  Barthel,  chair  of  the  Ethics 
Advisory  Committee  at  Children's  Hospital  of  Wis- 
consin, commented:  "What  does  an  ethics  commit- 
tee do  at  this  point?  Does  it  say,  'People,  follow  the 
law?'  Then  they  put  themselves  out  of  business, 
frankly.  Because  the  law  is  pretty  clear.  You 
probably  don't  have  to  debate  many  of  these 
issues.  .  . 


"  HHS  Model  .CRC  Guidelines,  supra  note  30,  at  14897. 
"  Id.  at  14894. 

The  HHS  guidelines  have  no  mandatory  force.  No  hospital  is 
required  to  establish  an  infant  care  review  committee.  Any 
hospital  that  does  is  not  required  to  follow  the  Federal  guidelines, 
nor  will  it  receive  any  reward  for  doing  so.  HHS  Model  ICRC 
Ouidclines,  supra  note  30,  at  14893.  However,  to  qualify  for 
Fed^  funds,  each  State  must  have  in  pla^  procedures  that 
provide  for  prompt  notification  by  healUi  care  facilities  of 
suspected  withholding  of  medically  indicated  trcaUncnt,  as 
defined  by  the  Federal  standards.  45  CF.R.  §1340.15(c){2Kii) 
(1987).  An  infant  care  review  committee  following  the  President's 
Conunission/AAP  model  instead  of  the  HHS  model  would  not 
report  cases  which  the  committee  judged  to  be  within  the  "gray 
area"  and  in  which,  upon  consideration,  it  consioered  withhold- 
ing of  treauncnt  ethically  accepUble.  If  such  withholding  could 
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Infant  Care  Review  Committees  in  Action 
Are  the  mfant  care  review  committees  serving  as 
prognosis  committees,  providing  advice  on  whether 
or  not  the  facts  in  particular  cases  bring  them  within 
the  circumstances  the  Child  Abuse  ^Amendments 
define  as  requiring  treatment  as  contemplated  by  the 
HHS  model  guidelines?  Or  do  they  act  as  "ethics" 
committees,  making  quality  of  life  judgments  about 
whether  or  not  treatment  should  be  withdrawn 
without  reference  to  detailed  legal  standards— the 
role  v^riginally  envisioned  for  them  by  the  Presi- 
dent's Commission  and  the  American  Academy  of 
Pediatrics?  A  limited  number  of  accounts  describing 
the  functioning  of  committees  have  appeared  since 
the  effective  date  of  the  Child  Abuse  Amendments. 

A  May  1986  article  coauthorcd  by  tlie  chair  of  the 
Children's  Hospital  of  Wisconsin  Ethics  Advisory 
Committee  described  its  functioning."  He  and  his 
coauthor  advocated  a  model  State  statute  that  would 
give  absolute  and  unreviewable  authority  to  a 
unammous  hospital  ethics  committee  (provided  that 
parents  and  treating  physicians  agree)  to  choose  to 
deny  treatment  to  any  newborn  child  ''who  alleged- 
ly  has  substantial  physical  and/or  mental  deficien- 
cies that  cannot  be  significantly  cured  or  alleviated 
by  surgery  or  other  medical  treatment.""  This 
position  is  self-evidently  closer  to  the  President's 
Commission/AAP  model  than  to  the  Department  of 
Health  and  Human  Services'  model  Nevertheless, 
the  authors  stated  that  "[i]n  making  many  of  [its] 
determinations,"  the  Children's  Hospital  committee 
"was  guided  by  the  Baby  Doe  regulations,"  which 
they  then  paraphrase,  including  this  description  of 
the  third  exception  to  requu-ed  treatment:  "treatment 
would  be  virtually  futile  in  terms  of  the  survival  of 
the  infant  and,  under  the  circumstances,  inhu- 
mane."" However,  in  describing  four  cases  in 
which  the  committee  agreed  with  parents  and 

be  suspected  of  transgressing  the  Federal  standards,  this  faiiure  to 
report  would  violate  t^ie  law. 

»*  Address  by  Dr.  Richard  Barthel,  Interpreting  the  Law:  The 
Roles  of  the  Hospital,  Child  Protective  Services,  and  Legal 
System  in  "Baby  Doe"  Cases,  Conference  on  'Baby  Doe'  Ethical, 
Legal,  and  Child  Protection  Issues  in  Medical  Treatment  of 
Infants  with  DisabUiUes  (Oct.  6,  1987)  (videotape  in  Hies  of  U.S. 
Commission  on  Civil  Rights). 

*•    Shapiro  &  Barthel,  Ir^ant  Care  Review  Committees:  An 
Effective  Approach  to  the  Baby  Doe  Dilemma?  37  Hastings  LJ.  877 
(198Q.  Dr.  Richard  Barthel  chaired  the  committee;  Robyn 
Shapiro  is  a  bioethkist  and  attorney. 
"  Id  at  859. 

**  Id  at  855  n.  164.  C/  discussion  in  chap.  7,  text  accompanying 
notes  99-102. 
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treating  physicians  that  life-preserving  treatment 
should  be  withheld,  fiey  wrote:  **In  each  case,  the 
committee  determined  that  the  treatment  either  was 
futile,  only  prolonged  the  dying  process,  or  was 
Inhumane  and  hot  in  the  best,  interests  of  the  child 
This  t\ird  category  is  far  broader  than  the  Child 
Abuse  Amendments  exception  and  effectively  rein- 
troduce? a  panoply  of  subjective  judgmeots  about 
the  projected  quality  of  life  of  a  child  with  a 
disability.** 

The  authors  said  the  committee  reviewed  other 
cases  **in  which  the  parents,  the  physician,  or  other 
caregivers  questioned  whether  the  child's  quality  of 
life  merited  continued  support  or  treatment"**  In 
one  such  instance,  the  treating  physician  wanted  to 
terminate  ventilation  for  a  child  with  congenital 
paralysis. 

The  EAC  [Ethics  Advisory  Committee]  split  strongly  on 
the  answer  to  this  question  because  of  the  members* 
diflcring  perspectives  on  the  child's  quality  of  life.  Some 
fe!t  that  the  child's  inability  to  move  and  to  communicate 
rendered  the  quality  of  his  life  negligible.  Others  felt 
unable  to  make  such  a  judgment  given  the  infant's  age  and 
the  unpredictability  of  treatment  outcome.  Because  the 
EAC.could  not  reach  a  consensus,  it  advised  continued 
ventilator  support** 

On  the  basis  of  the  facts  given,  it  is  hard  to  sec  even 
a  colorable  basis  under  the  Child  Abuse  Amend- 
ments that  would  have  justified  denial  of  lifesaving 
treatment  in  this  case."  Nevertheless,  it  was  the 
subject  of  intense  discussion  and  division  on  the 
committee.  More  to  the  point,  even  those  supporting 
continued  treatment  did  so  apparently  based  only  on 
their  differing  judgments  concerning  the  child's 
projected  quality  of  life— a  factor  emphatically 
excluded  from  consideration  under  the  Child  Abuse 
Amendments.** 

^  ShBpiro  &  Btrthel,  supra  note  36,  at  855  (emphasis  added). 
^  See  the  extended  discussion  of  this  point  in  chap.  7  at  the  text 
accompanying  notes  83-! 02. 
^*  Shapiro  &  Barthel,  supra  note  36,  at  854-55. 
Id  at  856. 

As  with  all  the  cases  discussed,  it  is  not  clear  whether  this  one 
occurred  before  or^after  the  effective  date  of  the  Qiild  Abuse 
Amendments.  The  article  described  the  committee's  functioning 
**over  ita  three-and-one*half  years  of  existence  prior  to  the  passage 
of  Uie  Child  Abuse  Re2;ulations  and  during  the  six  months 
following  the  Iaw*s  iii:plementation.**  Id  at  853.  It  is  noteworthy 
that  the  auUiors  made  no  mention  of  a  significant  change  in  the 
meUiodology  9f  the  committee  during  the  last  6  months.  More- 
over, the  article  presented  Uie  committee's  approach  to  the  cases 
they  describe  as  a  model  in  general  worth  emulating,  not  as  a 
methodology  that  should  be  radically  altered  in  light  of  the 
entrance  into  effect  of  the  Child  Abuse  Amendments. 


In  another  case,  "consultants"  and  "the  majority 
of  the  nursmg  staff*  wanted  to  terminate  treatment 
for  a  child  whose  "prognosis  mcluded -blindness, 
deafness,  seizures,  and  negligible  developmental 
potential."**  The  child's  parents  strongly  supported 
continuation  of  treatment. 

The  committee  reached  a  consensus  that  further  care  was 
not  ethically  mandatory.  There  was  a  strong  minority 
opinion  that  further  care  violated  the  child's  best  interests 
and  that  the  mother's  "abusive"  stance  should  be  reported 
and  the  case  should  be  "taken  to  covrt."  liic  committee's 
recommendations  were  entered  into  the  child's  chart,  but 
there  was  no  change  in  care.** 

In  this  instance,  it  appears  from  the  facts  available 
that  the  committee  supported  denial  of  treatment 
that  would  have  violated  the  standards  of  treatment 
in  the  Child  Abuse  Amendments.*'  There  is  no 
indication  that  the  child  was  chronically  and  irre- 
versibly comatose,  that  the  treatment  would  have 
merely  prolonged  dying,  that  treatment  would  have 
been  ineffective  or  otherwise  futile  in  terms  of  the 
survival  of  the  child,  or  that  the  treatment  would 
have  been  "virtually  futile  in  terms  of  the  survival" 
of  the  child— a  prerequisite  to  any  legally  valid 
consideration  of  whether  "the  treatment  itself  under 
such  circumstances  would  be  inhumane."**  Had  it 
not  been  for  the  insistence  of  the  child's  parents  that 
treatment  be  provide^J,  it  seems  evident  that  the 
committee  would  have  sanctioned— and  certainly 
not  reported — denial  of  treatment  of  the  sort  now 
required  by  the  law. 

The  committee  did  support  treatment  in  two  cases 
in  which  physicians  and  parents  wanted  to  stop  it 
and  in  all  three  cases  in  which  parents  wanted  to 
stop  it  but  physicians  wanted  to  continue  it,  as  well 
as  in  two  cases  in  which  the  physician  was  uncer- 
tain.**   Although  the  published  record  does  not 

**  The  HHS  InterpreUtive  Gi*idelines  sUte:  **Thc  Department 
strongly  believes  such  an  interpretation  Jconsiderauon  of  the  infant's 
future  'quality  of  life']  would  be  Inconsistent  with  she  statute.  **  45 
CF.R.  Pt.  1340  App.  InterpreUtive  Guideline  9  (1987)  (emphasis 
in  original). 

Shapiro  &  Farthel,  supra  note  36,  at  8S7. 
**  leL  at  8S7-S8.  Because  the  parents  refused  to  accept  the 
negative  prognosis  for  their  child,  physicians  went  to  the  extent  of 
ordering  a  psychiatric  assessment  of  the  mother.  It  concluded 
''that  she  was  under  stress  but  competent,  well  informed  but 
unable  to  accept  the  medical  information."  Id,  at  8S7.  Cf,  chap.  2. 
*^  II  is  unclear,  however,  whether  the  ca$e  occurred  before  or 
aAenhe  Child  Abuse  Amendments  of  1984  took  effect  in  October 
198S. 

«•  45  CF.R.  §1340.15{bX2)  (1987). 

**  Shapiro  &  Barthel,  supra  note  36,  at  855-57. 
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clearly  indicate  that  the  committee's  deliberations 
actually  resulted  in  the  denial  of  treatment  to  any 
child  in  violation  of  the  Child  Abuse  Amendments,*^ 
it  does  establish  that  during  the  period  described  in 
the  article  the  conMnittec  gave  consideration  to 
factors  impermissible  under  the  Child  Abuse 
Amendments.  Rather  than  regarding  itself  as  a 
prognosis  committee  with  the  role  of  making  judg- 
ments about  the  medical  fact?  and  then  applying  the 
decided  legal  principles  to  them,  it  conducted  itself, 
at  least  to  some  extent,  as  an  autonomous  ethical 
arbiter.  In  significant  respects,  therefore,  the  Chil- 
d^n's  Hospital  of  Wisconsin  Ethics  Advisory  Com- 
mittee appears  in  practice  to  have  acted  in  a  manner 
more  closely  approachmg  the  President's  Commis- 
sion/AAP  model  than  the  HHS  model. 

The  infant  bioethical  review  committees  of  the 
Albert  Einstein  College  of  Mcdicine-Montefiore 
Medical  Center  afTiliated  hospitals  have  not  only 
been  the  subject  of  published  accounts,**  but  have 
also  been  held  up  as  ''a  useful  reference  for  hospitals 
considering  the  establishment  of  similar  committees" 
by  the  HHS  Inspector  General."  Dr.  Alan  Fleisch- 
man,  director  of  the  Division  of  Neonatology  and 
proPissor  of  pediatrics  at  the  Albert  Einstein  College 
of  Medidne  and  Montefiore  Medical  Center,  has 
written  about  their  operation.  Although  he  noted 
and  quoted  the  standard*  of  treatment  embodied  in 

*•  With  regard  to  the  four  reported  instances  in  which  the 
committee  agreed  with  the  physicians  and  parenU  that  treatment 
should  be  wi'Jiheld  (see  supra  note  39  ari  accompanying  text),  the 
irticle  b  ambiguous  about  how  many  ot  the  cases  involved 
treatment  that  would  merely  prolong  dyJcsg— a  legal  basis  for 
lenninalion  of  treatment— as  opposed  to  drcumsUnces  in  which 
life  could  be  preserved  but  treatment  was  considered  "inhumane'* 
for  quality  of  life  reasons.  It  is  also  unclear  which,  if  any.  of  these 
cases  occurred  aAer  the  effective  date  of  the  Child  Abuse 
Amendments. 

"  .  Flctschman,  Blotthicai  Review  Committees  in  Perinatology,  14 
Clinics  in  Perinatology  379  (1987);  Fldschman,  An  Infant  Bloethi^ 
ca!  Review  Committee  in  an  Urbar  Medical  Center,  Hastings  Ctr, 
Rep.,  June  1986,  at  16.  See  also  r^Jschman  &  Murray,  Ethics 
Committees  for  Infants  Doe?  Hastings  Ctr.  Rep.,  December  1983, 
at  5  (descTJbcs  ''Neonatal  Ethics  Rounds"  at  Montefiore  Medical 
Center  that  preceded  forwoJtca  of  bioethical  review  committees 
and  sets  forth  Fleischnum;^  view  of  the  purpose  of  such 
committees). 

"  OfTu*  of  Inspector  General,  U.S.  Department  of  Health  and 
Human  Services,  Infant  Care  Review  Committees  Under  the 
Caby  rioc  Program  11  (1987)  (hereinafter  Committees  OIG 
Report](.  Commenling^^m  ffrlier  draft  of  this  report,  Montef- 
iore Medical  Center  noted  that  personnel  from  the  Office  of 
Inspector  General  (010)  "spent  a  full-day  on-site.  •  .[at]  Monter* 
lore,  in  which  OIG  staff  conducted  case  reviews  and  interviewed 
Committee  members  to  get  an  in-depth  understanding  of  the 
Committee's  work,"  Litter  from  Nadia  C  Adier,  Vice  Presi- 
dent—U^al  Affairs  and  General  Counsel,  Montefiore  Medic*! 
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the  Child  Abuse  Amendments,"  he  described  the 
approach  the  committees  take  in  language  that  could 
have  come  from  the  President's  CJommission  report: 

We  believe  that  the  propcrToIe  of  the  ethics  committee  is 
to  "decide  who  should  decide";  that  is,  ethics  committees 
should  not.  .  .[arrogate]  all  decisions  to  them- 
selves. .  ,  .Our  committee  believes  that  there  are  three 
types  of  cases.  First  are  those  {nstanccs  where  treatment  is 
clearly  required  based  on  the  best  interests  of  t4ie  infant 
and  the  future  assessment  of  the  benefits  o*  that  treatment 
Second  are  cases  where  nontrcatmcnt  is  morally  indicat- 
ed—when infants  are  in  the  process  of  dying  or  when 
treatments  would  be  clearly  futile.  Third  arc  the  cases 
where  in  our  imperfect  wsdom  we  honestly  do  not  know 
what  is  in  the  best  interests  of  the  infant.  This  third  ''gray 
area"  comprises  a  significant  share  of  the  morally  proble- 
matic cases  in  newborn  nurseries.  •  •  ,On  these  occasions 
when  the  principle  of  best  interecta  of  ilje  infant  cannot  tell 
us  what  to  do,  we  honor  two  other  principles — respect  for 
the  autonomy  of  the  family  and  letting  those  who  bear  the 
burdens  make  tlie  choice;  in  other  words,  Uie  parents  who 
bear  the  burdens  ought  to  make  a  decision  consistent  >vith 
the  range  of  reasonable  alternatives  provided  by  the 
treating  physicians.  Thus,  our  ethics  committee  has  agreed 
to  differing  outcomes  m  similar  cases  based  on  parental 
discretion  within  the  range  of  the  alternatives  presented  by 
the  treating  physicians.** 

Fleischman  stated  that:  "Although  the  federal  regu- 
lations pro'/ided  certain  standards  or  guidelmes,  we 
have  proposed,  ,  ^principles  that  might  be  utilized 
as  the  basis  for  decision  making  in  complex  cases  and 

Center,  to  William  J,  Howcrd,  General  Counsel,  United  Sutes 
Commission  on  Ovil  Rights,  at  5  (Nov.  11,  1988)  (reprinted  in 
app.  D).  Montefiore  pointed  out  that  the  Inspector  General's 
report  staled  that  ib!  Inspector  GencraVs  report  described  the 
Einsiein-Monlefiore  Committees  as  "generally  structured  and 
functioning  in  conformance  with  the  HHS  mode!  guidelines."  Id, 
quoting  Committee's  OIG  Report  at  11. 
In  a  letter  commentmg  on  the  portion  of  chap.  12  critical  of  the 
Oflice  of  Inspector  General  for,  among  other  things,  praisbg  the 
Einstein^Montefiore  Committees  in  its  report,  the  Inspector 
General  wrote,  "[YJou  state  that  the  OIG  failed  to  review  the 
facts  in  unreported  cases  considered  by  hospital  infant  care 
review  committees.  'Pie  purpose  of  our  uuspital  visits  was  to 
determine  how  hospital  committees  arc  structured  and  function* 
ing  to  deal  with  potential  baby  doe  situations.  It  was  never  our 
intent  to  review  actual  case  files."  Letter  from  Richard  Kusser- 
ow.  Inspector  General,  to  William  Ho^^'ard,  General  Counsel, 
U.S.  Commission  on  Civil  Rights  1-2  (Oct.  12,  1988).  Referring  to 
the  draft's  criticis^-n  ^^f  the  Inspector  General's  report  for 
describing  the  principles  used  *  y  the  Einstein-Montefiore  Com* 
mittccs  without  pointing  out  their  divergence  from  the  standards 
required  by  the  Child  Abuse  Amendments,  the.  Inspector  General 
wrote,  'The  purpose  of  this  portion  of  the  report  was  simply  to 
serve  u  a  reference  to  oU-er  hospitals  considering  the  establish* 
ment  of  similar  committees."  Id 

"  Fleischman,  Bioethical  Review  Committees  In  Perinatology,  14 
Clinics  in  Perinatology  379,  383  (1987). 
Id  at  387-88. 
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have  found  these  principles  to  be  helpful  in  delibera- 
tions and  discussions  at  our  infant  bioethical  review 
committee  meetings."*'  Among  those  principles  is: 
"Withholding  or  withdrawing  treatment  may  be 
considered  when  such  treatments  are  reasonably 
deemed  futile  and  merely  prolonging  the  dying 
process  or  when  the  medical  treatment  imposes  a 
burden  that  lacks  compensating  benefits  for  the 
infant."*^ 

Commenting  on  an  earlier  draft  of  this  report, 
Montefiore  Medical  Center  asserted, that  these  "prin- 
ciples are  intended  to  assist  the  Committee  members 
in  applying  the  Child  Abuse  Amendments  to  the 
cases  under  review.""  Emphasizing  that  the  "Child 
Abuse  Amendments  and  the  regulations  thereunder 
expressly  defer  to  the  treating  physician's  (or 
physicians')  reasonable  medical  judgement,'"  tiie 
center  stated: - 

In  other  words,  Congress  and  HHS  have  made  clear  that 
the  determination  as  to  what,  if  any,  treatment  is  medicEdly 
indicated,  is  to  be  left  to  the  professional  judgment  of  the 
treating  physician(s).  Given  that  medical  judgments  are 
key  to  decision-making  under  the  Child  Abuse  Amend- 
ments, it  cannot  responsibly  be  suggested  that  the  Commit- 
tee has  violated  the  Child  Abuse  Amendments,  simply  on 
the  superficial  observation  that  medical  treatment  has  been 
withheld." 

The  center  relied  in  particular  on  the  HHS 
interpretation  of  the  exception  to  a  general  reqmre- 
ment  of  treatment  the  Child  Abuse  Amendments 
create  when  "the  treatment  itself  involves  significant 
medical  contraindications  and/or  significant  pain 
and  suffering  for  the  infant  that  clearly  outweighs 
the  very  slight  potential  benefit  of  the  treatment  for 
an  infant  highly  unlikely  to  survive.""  As  the 
quoted  passage  makes  clear,  however,  such  benefits- 
burden  balancing  is  legal  only  when  the  child  is 


»  Id.  at  384. 

»♦  I<L  at  384-85.  But  cf,  45  CF.R.  §1340.15(bX2)  (1987) 
(dcHnition  of  the  Federal  medical  treatment  standard  of  care 
barring  ''withholding  of  medically  indicated  treatment")  (discuss- 
ed in  chap.  7). 

"  Letter  from  Nadia  C  Adler,  supra  note  52,  at  3. 
"  ItL  at  7-8. 

Id.  at  7,  quoting  45  CF.R.  §  1340.15  app.  (1987).  Sec  chap.  7. 

42  U.S.C.A.  551C2(2XBX3)  (West  Supp.  1988). 
*^  Montefiore  Medical  Center,  commenting  cn  this  statement  in 
an  earlier  draft,  expressed  concern  that  it  implied  the  view  "that 
the  Einstda-MonteHore  Committee  took  a  neutral  stance  and  was 
attempting  to  evade  responsibility**  when  in  fact  the  committee 
made  the  referral  in  order  to  override  the  parental  refusal  to 
consent  to  treatment  Letter  from  Nadia  C  Adler,  supra  note  52, 
at  11.  The  Commission  does  not  mean  to  suggest  that  the 
committee's  action  in  this  case  implied  neutrality;  rather,  in  thb 


"highly  unlikely  to  survive."  The  statutory  language 
itself  requires  that  "the  provision  of  such  treatment 
would  be  virtually  futile  in  terms  of  the  survival  of 
the  infant  and  the  treatment  itself  under  such 
circumstances  would  be  inhumane."**^  Although  the 
law  is  phrased  in  the  conjunctive,  the  principle 
Fleischman  says  the  Einstein-Montefiore  committees 
employ  is  phrased  in  the  disjunctive:  unlike  the  law, 
it  allows  treatment  denial  in  cases  of  futility  or  under 
benefit-burden  analysis. 

From  February  1984  through  August  1986  (dur- 
ing the  last  11  months  of  which  the  Child  Abuse 
Amendments  were  applicable),  eight  cases  involving 
withholding  of  life-preserving  surgery  from  children 
"in  the  first  days  of  life"  were  reviewed  by  the 
affiliated  committees.  (A  total  of  30  neonatal  cases 
were  reviewed;  the  article  is  not  clear  about  the 
treatment/nontreatment  outcome  in  the  other  22 
cases.)  In  one  case  in  which  the  attending  physician 
believed  treatment  should  be  provided  and  the 
parents  disagreed,  the  committee  referred  the  matter 
to  the  child  protective  services  agency.**  In  a 
second  case  in  which  the  treating  physicians  and> 
parents  believed  treatment  should  be  withheld,  the 
committee  considered  that  it  should  be  provided, 
and  both'  the  physicians  and  parents  were  then 
convinced  to  agree  to  continued  treatment 

In  a  third  case  the  treating  physicians  wanted  to 
deny  treatment  while  the  parents  desired  it  to  be 
provided;  although  the  child  died  (presumably  with- 
out receiving  the  life-saving  surgery),  the  committee 
retrospectively  concluded  that  "the  parents*  request 
was  imposing  undue  pain  and  suffering  on  the  infant 
for  no  potential  benefit."  In  all  the  other  cases  the 
committee  agreed  with  the  desire  of  physicians  and 
parents  to  withhold  treatment." 

case  it  is  clear  that  the  committee  acted  properly  and  fulfilled  the 
responsibility  to  report  imposed  upon  it  by  the  law. 
*»  Fldschman,  supra  n.  53,  at  388-89.  In  its  letter  of  comment, 
Montefiore  says,  concemmg  the  third  case:  "As  Dr.  Fleischman's 
article  plainly  states,  a  retrospective  review  of  the  case  (the  infant 
was  immincnUy  dying  and  indeed  died  before  the  Committee 
could  be  convened  for  prospective  review)  indicated  that  the 
parents*  wish  to  provide  treatment  would  have  imposed  *unduc 
pain  and  suffering  on  an  infant  for  no  potential  benefit.*  (Fleisch- 
man,  p.  389)  The  Report,  once  again,  omits  this  detail.**  Letter 
from  Nadia  C  Adler,  supra  note  52,  at  12.  In  fact,  the  Fleischman 
article  at  no  point  states  that  the  child  was  imminently  dying.  If 
Montefiore  is  making  this  assertion  based  on  its  review  of  the 
medical  records  of  the  case,  rather  than  on  the  article,  then  the 
denial  of  treatment  would  in  fact  not  have  violated  tlic  Child 
Abu%  Amendments.  However,  what  is  striking  about  the  dcscnp- 
tion  of  the  case  in  Fleischman's  article,  like  that  of  all  the  other 
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Reviewing  the  first  30  months  of  the  committees' 
operationsi  Dr.  Fleischman  Concluded  that  "its 
existence  had  reversed  the  treatment  decision  for 
only  one  patient."**  This  did  not  lead  Wm  to 
consider,  however,  that  the  conmiittees  were  not 
serving  their  function.  Rather,  he  wrote: 

Since  withholding  or  wididrawing  of  medical  treatments 
is  often  carried  out  by  the  nurses  with  the  consent  and 
involvement  of  the  families,  review  and  confirmation  of 
the  appropriateness  of  this  course  of  action  by  the  ethics 
committee  has  made  both  nurses  and  parents  far  more 
comfortable  with  this  aspect  of  the  care  of  in- 
fants. .  .  *The  psychological  trauma  of  making  a  decision 
that  results  in  the  death  of  oneV  own  child,  we  believe, 
may  be  greatly  relieved  by  this  decisional  review  pro- 
cess.** 

The  Commission  emphasizes  that  in  the  absence  of 
more  detailed  facts  about  the  cases  reviewed  by  the 
Montefiore  conmiittees  from  October  1985  onward, 
it  is  impossible  to  determine  whether  any  of  the 
treatment^  denials  violated  the  standards  established 
by  the  Child  Abuse  Amendments.  However, 
Fleischman's  article  describes  a  set  of  committees 
that  has  been  employing  a  balancing  of  **burden" 
and  '^benefit'*  standard  that  takes  into  accomit 
quality  of  life  factors,  rather  than  directly  and 
explicitly  applying  the  standards  created  by  the 
amendments.  Therefore,  it  seems  a  fair  conclusion 
that  the  Einstein-Montefiore  committees  adhere 
more  closely  to  the  President's  Commission/AAP 
model  than  to  the  HHS  model 

The  committee  at  University  Hospitals  of  Cleve- 
land has  also  been  the  subject  of  a  published  report.** 
The  authors,  who  are  associated  with  the  commit- 
tee, are  quite  open  ablaut  their  rejection  of  the  HHS 
model: 

Although  federal  regulations  have  stimulated  creation  of 
ethics  review  committees  their  essential  function  is  not 
adherence  to  government  regulations  but  fulfillment  of 
important  needs  within  the  hospital. 


cases  he  details,  is  that  the  committee's  reasoning  is  never 
described  in  terms  of  whether  the  cases  fit  within  the  categories 
established  by  the  Child  Abuse  Amendments,  but  always  in  such 
ambiguous  and  amorphous  terms  as  whether  treatment  or 
nontreatment  would  be  "beneficial,"  or  "appropriate,"  or  in  "the 
best  interests  of  the  infant,"  language  largely  popularized  by  the 
President's  Commission's  Report. 

•»  Fleischman,  supra  n.  53,  at  389.  Fleischman  believed  that  in  the 
case  referred  to  the  child  protective  services  agency,  "it  is  highly 
likely  that  the  same  outcome.  .  .would  have  occurred  prior  to 
the  existence  of  our  infant  bioethical  review  committee."  Id, 


Our  approach  differs.  .  .with  the  optional  model  [pro- 
posed by  HHS]..  .  .We  prefer  not  to  specify  e:iceptions  to 
the  requirement  to  provide  lifesaving  treatxuent,  because 
of  concern  that  this  might  lead  to  oversimplification, 
neglecting  miique  aspects  of  individual  cases.  .  .  .We 
specify  that  the  best  interests  of  the  patient  are  our  primary 
concern  in  dealing  with  infant  (or  other  incompetent) 
patients." 

The  authors  are  frank  in  acknowledging  that  their 
criteria  for  treatment  decisionmaking  differ  from 
those  required  by  the  law,  but  they  claun  they  do 
not  violate  the  **spirit"  of  the  law  when  they 
conclude  a  child  should  be  denied  legally  mandated 
lifesaving  treatment  as  long  as  they  consider  death  to 
be  in  the  child's  "best  interests"; 

Cor,mittee  recommendations  are  based  on  moral  rather 
than  legal  .  .considerations,  .  .  . 


.  .  .If  the  committee,  family,  and  physician  recommen- 
dations are  in  agreement  but  the  proposed  medical  action 
appears  contrary  to  government  relations,  the  potential 
confiict  should  be  communicated  to  the  medical  director 
or  chairman  of  the  pediatric  department  Some  may  regard 
an  action  (or  inaction)  that  runs  counter  to  specific  statutes 
as  civil  disobedience.  Although  civil  disobedience  is 
morally  justified  if  a  law  is  unjust,  we  do  not  claim  that  the 
new  federal  regulations  are  unjust.  Rather,  the  r^ulations 
are  open  to  alternative  interpretations  of  what  constitutes 
the  best  treatment  for  individual  patients.  .  .  .In  other 
words,  the  spirit  of  the  law  supports  the  practitioners* 
obligation  to  promote  the  patient's  interests  in  situations 
where  literal  observance  may  oppose  it.*^ 

It  is  evident  from  the  article  that  the  authors  think 
one  of  the  good  effects  of  a  functioning  committee 
system  is  a  decreased  risk  of  government  interven- 
tion. They  report  that  on  two  occasions  the  commit- 
tee was  contacted  by  the  Department  of  Health  and 
Human  Services  because  Baby  Doe  complaints  had 
been  received.  **When  the  results  of  [committee 
deliberations]  were  reported  to  the  Department.  .  ., 
no  further  investigation  was  judged  necessaiy."«» 
The  authors  suggest  that  "proceedings  might  have 

**  Id.  at  389-90. 

**   Kliegman,  Mahowald  &  Youngner,  In  Our  Best  Interests: 
Experience  and  IVorkings  of  an  Ethics  Review  Committee,  108  J.  of 
Pediatrics  178  (1986). 
«  Id  at  178-79. 

"  /<£  at  180,  185  (emphasis  in  original).  The  idea  of  having 
hospital  legal  counsel  on  the  committee  was  rejected  because  of 
"the  desire  to  iomuS  on  ethical  rather  than  legal  matters,  and 
concern  that  an  attorney's  presence  might  impede  that  purpose." 
Id  at  186. 
Id  at  183. 
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been  initiated  in  at  least  the  two  cases  reported 
anonymously  to  the  federal  government,  had  our 
committee  not  hee^x  in  place."** 

Public  infonnation  about  a  fourth  hospital  com- 
mittee places  it  in  the  pattern  of  the  President's 
Commission/AAP  model  rather  than  the  HHS 
model  as  well.  St  Joseph's  Hospital  in  Denver, 
Colorado,  made  a  point  of  calling  its  committee  an 
"Infant  Bioethics  ODmmittee"  rather  than  an  "Infant 
Care  Review  Conmiittee"  in  order  'Ho  stress  that 
our>»  *s  a  human  value— not  a  legal — emphasis."'**  It 
also  decided  early  on  not  to  include  a  lawyer, 
believing  his/her  presence  could  alter  the  human 
value  course  set  by  the  IBC."" 

What  evidence  is  available  from  surveys  suggests 
these  four  committees  are  not  atypical.  In  September 
1987,  the  HH&  Inspector  General  published  a  report 
based  on  visiU^to  ethics  committees  ui  10  hospitds  in 
eight  major  cities.^  Although  the  HHS  guidelines 
recommend  that  committee  meetings  be  celled 
whenever  a  preliminary  decision  has  been  made  to 
withhold  or  withdraw  life  sustaining  treatment  from 
an  mfant  with  a  disability  in  relevant  categories,'*  8 
of  the  10  committees  visited  had  no  such  require- 
ment. 

In  contrast,  "All  conmiittees  indicated  they  re- 
view cases  involving  disagreement  between  princi- 
pal parties  in  the  case  (treating  physician,  parents, 
other  hospital  staff)."'*  The  1986  AAP/University 
of  Connecticut  survey  found  that  of  the  ethics 
committees  with  prospective  review,  only  23.2 
percent  madr  it  mandatory  in  certain  cases — and 
only  61.7  percent  of  tl^at  23.2  percent,  or  14.3 
percent  of  all  conmiittees  with  prospective  review, 
required  review  in  all  cases  in  which  treatment 
m  ht  be  withheld  or  withdrawn  from  any  infant.'^ 

Ihese  are  signiflcant  findings.  It  appears  that  the 
vast  majority  of  committees  convene  only  to  deel 
wdth  disagreements  and  do  not  attempt  to  scrutim'ze 
most  denial- of  treatment  decisions  to  see  whether 
they  comply  with  the  law.  This  unplies  that  many 


i(L  at  187. 

^  Infant  Bioethics  Committee,  A  Demonstration  by  the  Sl  Joseph 
Hospital  IBQ  in  The  Center  for  Applied  Biomedical  Ethics  at 
Rose  Medical  Center,  Medical  .  Neglect  and  the  Disabled  Infant: 
The  Impact  of  the  Baby  Doe  Regulation  25, 25-26  (rev.  ed.  1987) 
(quoting  Dr.  Donald  W.  Parsons,  chair  of  the  Infant  Bioethics 
0)mmittee). 

"  Committees  OIG  Report,  supra  note  52,  at  ii. 

«  HHS  Model  ICRC  Guidelines,  supra  note  30,  at  14895. 

»*  Coosmittecs  OIG  Report,  supra  note  52,  at  7. 


hospital  infant  care  review  committees  seem  more 
attnued  to  diffusing  and  resolving  conflict  in  a  way 
that  keeps  any  controversy  as  much  as  possible 
within  hos^^ital  walb  than  to  ensuring  that  children 
with  disabilities  receive  the  lifesaving  treatment  to 
which  they  are  entitled  under  the  Child  Abuse 
Amendments.'* 

Infant  Care  Reyie?:  Committees  and 
Reporting 

Even  before  the  passage  of  the  1984  amendments, 
the  Federal  regulations  implementing  the  Child 
Abuse  Prevention  and  Treatment  Act  required 
States  receiving  Federal  funding  for  their  child 
protective  services  programs  to  "provide  by  statute 
that  specified  persons  must  report  and  t)y  statute  or 
administrative  procedure  that  all  other  persons  are 
permitted  to  report  inown  and  suspected  instances  of 
child  abuse  and  neglect  to  a  child  protective  agency 
or  other  properly  constituted  authority.""  The 
implementing  regulations  for  the  Child  Abuse 
Amendments  of  1984  establish  that  States  receiving 
Federal  funds  must  ensure  that  health  care  facilities 
designate  individuals  with  the  jduty  promptly  to 
notify  the  State  child  protective  services  agency  of 
all  "cases  of  suspected  medical  neglect  (including 
uxstancc3  of  the  withholding  of  medically  indicated 
treatment  from  disabled  infants  with  life-threatening 
conditions)."'* 

Because  not  merely  known  but  also  "suspected" 
instances  miist  be  reported,  the  health  care  facility's 
obligation  to  notify  the  State  agency  is  not  limited  to 
cases  in  which,  for  example,  the  infant  care  review 
conmiittee  or  the  responsible  hospital  official  makes 
a  final  determination  that  illegal  withholding  of 
treatment  is  occurring  or  about  to  occur.  Nor  is  it 
limited  to  cases  in  which  the  infant  care  review 
committee  or  the  responsible  hospital  official  has 
attempted  to  convince  a  parent  or  guardian  to 
consent  to  legally  requked  treatment  but  has  failed 
and  is  turning  to  the  civil  authorities  as  a  last  resort. 

"  65.8  percent  of  the  23.2  percent,  or  15.3  percent  oi  all 
committees  with  prospective  review,  required  revie\  j  instances 
of  withholding  or  withdrawing  treatment  from  noncomatose 
infants.  The  rest  of  those  who  did  make  review  mandatory  did  s") 
in  cases  of  disagreement  among  medical  staff,  or  among  medical 
staff  and  parents.  National  Collaborative  Survey,  supra  note  3,  at 
44  (1987)  (table  22). 

Cfi  the  rationale  for  such  committees  given  by  Dr.  Norman 
Fost,  supra  note  18  &  accompanying  text 
"  45  C.F.R.  §  1340.14(c)  (1987)  (emphasis  added). 
»  45  CRR.  §1340.15(cX2Xii)  (1987). 
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Webster*s  defines  "suspected"  as  "that  one  suspects 
or  has  a  suspicion  of.  .  .  ."^  "Suspicion"  is  defined 
as  "imagination  or  apprehension  of  something 
wrong  or  hurtful  without  proof  or  on  slight  evi- 
dence."**' By  contrast,  "known"  is  defined  as 
something  "that  has  become  a  part  of  knowledge  <a 
truth  that  no  one  denies >."•*  Clearly,  when  there  is 
enough  question  about  an  ongoing  or  contemplated 
withholding  of  treatment  that  an  infant  care  review 
committee  is  convened  to  discuss  it,  there  must  be  at 
least  a  "suspicion"  that  withholding  of  medically 
indicated  treatment  may  be  in  prospect.  The  plain 
language  of  the  applicable  law  would  require  a 
report. 

Yet,  it  is  evident  that  this  is  not  the  practice  of 
most  infant  care  review  conunittees.  The  HHS 
Inspector  General's  report  noted  that  of  the  "be- 
tween 20  and  36  baby  doe  cajes"  considered  by 
etliics  committees  at  the  :10  hospitals  studied  "since 
the  regulations  went  into  effect  in  October  1985," 
only  3  were  reported  to  State  child  protective 
service  agencies."  "Committee  members  pointed 
out  that  differences  of  opinion  between  treating 
physicians,  parents  and  the  committee  can  usually  be 
resolved  through  an  informal  discussion  process.  If 
this  is  not  possible,  the  hospital  refers  the  case  to  CPS 
for  investigation  and  possible  legal  action."" 

These  widespread  failures  to  report  are  especially 
serious  in  light  of  the  adoption  by  many  hospital 
ethics  committees  of  an  approach  that  in  general 
bypasses  the  Child  Abuse  Amendments  standard  of 
care  in  favor  of  the  nebulous  and  subjective  tripar- 
tite division  of  cases  promoted  by  the  President's 
Commission  and  the  AAP.  It  means  that  there  has 
usually  been  no  independent  review  or  investigation 
of  what  may  have  been— if  the  figures  from  the  10 
hospitals  contacted  by  the  HHS,  Inspector  General 
may  be  projected  to  the  Nation  at  large— hundreds 

Webster's  Third  New  International  Dictionary  of  the  English 
Language  2303  (P.  Grove  ed.  3rd  t<l  1981). 

Id.  at  2304. 
"  Id  at  1253. 

Committees  OIG  Report,  supra  note  52,  at  iii. 
•»  A£  at  5  (emphasis  added). 

•*  HHS  Model  ICRC  Guidelines^  supra  note  30,  at  14894. 
»»  Infant  Bioethics  Task  Force  and  Consultants,  supra  note  22  at 
307. 

Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Civil  Righix  lA  (vol.  II)  (1986)  (testimony 
of  Adricnne  Asch,  Adjunct  Lecturer  in  Social  Psychology,  City 
College  of  New  York). 

•*  National  Collaborative  Survey,  supra  note  3,  at  35  (1987) 
(table  13).  Even  if  local  hospitals  were  to  seek  to  broaden 
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of  potential  Infant  Doe  cases  lace  the  Child  Abu'^ 
Amendmevits  went  into  effect  in  October  1985. 

Lisiitatioiis  of  Hospital  Self-policing 

It  is  questionable  whether  most  committees  are 
constructed  in  a  manner  that  suits  them  to  searching 
scrutmy  of  pr  osed  denials  of  treatment.  Infant 
care  review  coi^^jnittees,  although  they  upon  occa- 
sion have  "outside"  members,  represent  an  approach 
to  the  "Baby  Doe"  problem  that  relies  essentially 
upon  the  internal  self-regulation  of  the  health  care 
community.  Not  only  the  Department  of  Health  and 
Human  Services,?*  but  also  the  American  Academy 
of  Pediatrics,"  recommended  that  committees 
include  representatives  of  disability  groups.  But,  as 
Adrienne  Asch  testified,  in  practice,  a  disability 
perspective  is  often  unrepresented  on  the  commit- 
tees." The  1986  survey  found  that  of  the  responding 
hospitals,  less  than  a  quarter  of  their  ethics  commit- 
tees—23.9  percent— had  a  representative  of  a  disabil- 
ity group."  Instead,  the  committees  are  dominated 
by  health  care  personnel  from  the  institutions  them- 
selves. A  practicing  pediatrician  serves  on  86.6 
percent  of  the  committees,  a  practicing  neonatolo- 
gist  on  75  percent,  a  practicing  physician  of  another 
specialty  on  80.2  percent,  a  practicing  registered 
nurse  on  88.4  percent,  and  a  hospital  administrator 
on  78.3  percent." 

Yet,  a  preponderance  of  medical  personnel  on 
conunittees  does  not  necessarily  mean  that  they  are 
especially  well  equipped  to  serve  as  prognosis 
committees.  As  Dr.  Mildred  Stahlman  testified, 
"[M]ost  committees  are  not  committees  of  experts  in 
the  medical  field  that  the  patient's  problem  lies."" 
In  the  words  of  George  Annas,  chief  of  the  Health 
Law  Section  at  the  Boston  University  School  of 
Public  Health,  **If-consuliation  concerning  the  pa- 
tient's prognosis  is  indicated,.  .  .a  medical  expert  in 
the  particular  condition  from  which  the  patient  is 

representation  of  disability  g^roups,  it  is  doubtful  that  such 
organizations  have  enough  resources  to  provide  adequate  input 
into  every  individual  hospital's  ethics  committee.  It  would  be 
difficult  to  find  an  adr^  ate  number  of  Jtsabiiity  rights  advocates 
with  up  to  date  ai  '  *  Tate  information  on  the  treatment  of 
every  disability  to  covei  every  hospital  in  the  Nation. 
«  Id 

•*  Protection  of  Handicapped  Newborns:  Hearing  Before  the  Umted 
States  Commission  on  Civil  Right"  9  (vol.  I)  (1985)  (testimony  of 
Mildred  T.  Stahlman,  M.D.,  Director,  Division  of  Neonatology, 
Vanderbilt  University).  Dr.  Stahlman  opposed  resort  to  commit- 
tees  not  because  she  believed  they  are  disposed  to  approve  illegal 
denial  of  treatment  but  because  she  believed  decisions  aboui 
provision  or  denial  of  treatment  should  be  left  to  "neonatologists 
[who  are]  their  patients*  best  advocates.*'  Id,  at  5. 


sufTering  should  be  consulted,  not  a  committee  of 
gcncralists."»<> 

Many  hospital  ethics  committees  are  largely  insu- 
lar bodies,  sharing  the  mores  and  limitations  of 
knowledge  and  viewpoint  of  the  local  hospital.  A 
reluctance  to  criticize  one's  colleagues,  let  alone 
report'  their  decisions  to  a  State  agency,  is  only 
natural  in  such  a  setting. 

As  Carlton  Sherwood  testified; 

Physicians  and  spokesmen  from  medical  organizations 
frequently  reader  offcand  criticism  of  nontreatment  inci- 
dents. Yet  )'0u*ll  note  that  not  one  physician  or  medical 
organization  has  ever  formally  or  informally  filed  a 
complaint  against  any  of  the  physicians  who  conducted 
these  experiments,  including  Foomington,  Indiana. 

Indeed,  rather  than  being  censured,  several  of  the 
physicians  went  on  to  moi^^  prestigious  hospitals  where 
they  continue  to  |)ractictvmeiicine,  and  some  even  teach, 
presumably,  the  same  meChwls  that  they  were  practicing 
when  they  authored  these  aiticles 

Resort  to  infant  care  rc\dew  committees,  m  short, 
presents  the  same  proble'iU  generally  applicable  to 
the  creation  of  an  internal  body  as  a  means  of 
showing  the  public  that  the  institution  is  serious 
about  conectmg  abuses:  an  institution  rarely  does  a 
good  job  of  policing  itself.  "Institutions  and  their 
•-itaffs,"  Annas  has  written,  "often  see  the  primary 
function  of  ethics  committees  as  protecting  them 
against  potential  legal  liability  for  treating  or  not 

Annas,  Sthlcs  Committees  in  Neonatal  Care:  Substantive 
Protection  or  Procedura!  Diversion?,  74  Am.  J.  Pub.  Health  843, 844 
(1984).  After  the  New  Jersey  Supreme  Court,  in  the  Karen  Ami 
Qu*nlan  case,  caUed  for  the  use  of  hospital  ethics  committees  to 
determine  when  life  support  systems  should  be  withdrawn:  'This 
was  soon  seen  as  an  improper  use  of  such  a  committee:  the  court 
found  tnedical  prognosis  the  determining  factor,  and  only  quali- 
fied physicutns  can  m&kc  this  determination.  Thus  New  Jersey 
'ethics  committees*  have  been  replaced  by  'prognosis  committees' 
made  up  entirely  of  consulting  physicians."  Jd  at  843. 
'  *  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  ^^ft  Civil  Rights  47-48  (vol.  II)  (1986)  (testimony 
of  Carltcn  Sherwood). 


treating  particular  patients.  .  ,  .Ultimately,  it  will 
be  seen  as  ui\just  to  have  fundamentally  different 
policies  regarding  the  treatment  of  handicapped 
newborns  at  different  hospitals.  Policy  in  this  area 
will  have  to  be  nation-'illy  based  and  thus  consistent 
from  one  hospital  to  another.  .  .  .[A]s  soon  as  a 
national  consensus  does  develop,  it  will  not  be  fair  or 
feasible  for  individual  hospitals  to  ignore  it  and  set 
their  own  idiosyncratic  policies."®*  Outside  over- 
sight is  needed. 

Conclusi'jn 

Taking  note  of  the  great  propensity  by  many  in 
the  medical  profession  to  disagree  with  the  treat- 
ment standards  in  the  Child  Abuse  Ameudments,^^ 
and  of  the  available  evidence  concerning  the  func- 
tioning to  date  of  hospital-based  ethics  or  infant  care 
review  committees,  the  Commission  is  persuaded 
that  they  cannot  be  relied  upon  alone  to  ensure  that 
children  with  disabilities  are  accorded  the  lifesaving 
treatment  that  is  their  right  by  law. 

At  the  same  time,  it  is  clear  that  such  committees 
are  here  to  stay.  Therefcje,  the  Commission  believes 
there  is  a  need  to  ensure  that  there  be  independent, 
contemporaneous  scrv.tiny  of  infant  care  review 
committee  proceedings,  preferably  by  medically 
knowledgeable  and  experienced  disability  advocates, 
and  that  the  prompt  reporting  requirement  be  more 
vigorously  enforced  to  make  this  possible." 

•*  Annas,  supra  note  90,  at  843,  845.  Annas  wrote  before  the 
passage  of  the  Child  Abuse  Amendments  of  1984,  which 
established  the  n&tional  standards.  Annas  pointed  out  that,  in 
contrast  to  the  HHS  model  set  forth  in  itn  section  504  Final  Rule, 
the  AAP  model  "tilts  more  in  the  direction  of  protecting  the 
institution  by  keeping  difficult  cases  out  of  court  than  of 
protecting  the  infant.  .  .  .[U]nlike  the  Administration's  proposal, 
the  AAP  proposal  contains  no  substantive  rules  for  the;  ethics 
comnuttee  to  apply,  .  .  .**  Id  at  844. 
•*  Sec  chap.  9. 
See  chap.  13. 
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au^>ter  12 

The  Perfprmance  of  the  Federal 
GoTemment 


How  well  has  the  Federal  Government  fulfilled 
its  resn^^ibilities  to  ensure  adequate  enforcement  ci 
Federal  tows<ihat  protect  chUdren  with  disabilities 
from  dfecnminatory  denial  of  medical  treatment  for 
life-threatening  conditions?  The  two  ^principal 
sources  for  Federal  involvement  have  been  enforce- 
ment of  regulations  'csued  under  section  504  of  the 
Rehabilitation  Act  (u*  1973*  until  they- were  struck 
dovm,  and  enforcement  of  the  Child  Abuse  Amend- 
ments of  1984.« 

Section  504 

Responsibility  for  enforcmg  section  504  in  this 
context  rested  with  the  Office  for  Civil  Rights 
(OCR)  in  the  Department  of  Health  and  Human 
Services  until  a  final  judgment  and  order  was 
entered  by  the  New  York  Federal  District  Court 
enjoining  the  final  version  of  the  "Baby  Doe" 
regulations  on  June  11,  1984.» 

In  none  of  the  cases  OCR  investigated-— even  the 
Bloomingtori  Infant  Doe  ^  ase-nlid  it  officially 
determme  tiiat  a  violation  of  section  504  had 
occttrred.*  Standing  alone,  however,  that  obscrva- 
tion  is  misleading.  Whent  it  found  a  discriminatory 
denial  of  treatment,  OCR  asked  for  assurances  that 
practices  would  be  changed  to  achieve  compliance 
with  section  504  in  the  future.  If  it  got  them,  it  did 
not  make  a  public  "finding  of  discriminatory  v/ith- 

}  Sec  chip.  6. 
^  Sec  a'up.  7. 

»  Am.  Ho$p»  Ass*n  v.  Heckler.  585  R  Si.pp.  54t  (S.D.N.Y.),  nJTd 
794  F.2d  696  (2d  Cir.  1984),  ^ffd  sub  fjonu  Am.  Hosp.  Ass*u  v. 
Bowen,  476  U.S.  610  (1986).  See  ch/.p.  6. 
«  Nondiscrimination  on  the  Basis  of/Handicap:  Procedures  and 
Guidelines  Relating  ib  Health  Care  Vor  Handicapped  Infants,  49 
Fed.  Reg.  1622  (1984). 
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holding  of  medical  care."»  Thus,  in  theory  OCR 
might  detect  noncompliance  in  fact  and  secm-e 
remedial  action  by  the  discriminating  party,  thus 
fulfilling  its  role,  without  officially  reporting  a 
finding  of  noncompliance. 

However,  OCR  has  been  criticizwi  for  failure  to 
conduct  prompt  and  effective  investigations.*  Of 
150  cases  OCR  investigated  from  April  1982 
through  December  1983,  only  31  were  closed  by  the 
latter  date— all  with  a  finding  of  no  violation  or  of 
insufacien^  information  to  investigated 

It  appears  that  inembers  of  the  OCR  staff  assigned 
to  Baby  Doe  inviestigations  were  unsympathetic  to 
their  enforcement  duties: 

[C]ritics.  ,  .within  the  department.  .  .say  the  govern- 
ment's policy  viojatcs  family  privacy  and  intimidates 
hospitals  and  thef  staffs. 

One  department  employee,  who  has  been  sent  to 
investigate  Baby  Doe  cases,  called  the  assignment  "pioba- 
bly  the  ugliest  thing  "Ve  ever  done/*  and  added,  "I  never 
want  to  face  another  mother  who  is  looking  at  me  and 
saying,  'Why  are  you  into  my  family  business?*".  .  .  . 

Another  Baby  Doe  team  member,  who  has  almost  a 
decade  of  experience  in  policing  civil  rights  for  the 
agency,  said,  ''We  never  had  a  Baby  Doe  problem  before 
this  administration.  It  was  beyond  our  imagination.  It  just 
came  out  of  the  blue  from  someone  who  hu  a  very 
creative  mind." 

•  Id  at  1649. 

•  See,  e,g..  Protection  of  Handicapped  Newl)oms:  Hearing  Before 
the  United  States  Commission  on  CivU  Rights  250  (1986)  (vol.  II) 
(testimony  of  Thomas  Nemcy,  President,  Disability  Institute). 
'  Sherwood,  Baby  Doe:  Th^  Politics  of  Death  1 1  (1984)  (Washing- 
ton Times  reprint). 


D<rpartment  employees  interviewed  all  said  they  had 
serious  misgivings  abort  the  Baby  Doe  emphasis.* 

Under  the  OCR  procedures  for  Baby  Doe  investi- 
gations,  medical  consultants  not  utmatiurally  played 
a  signihcant  role.*  Generally  speaking,  only  an 
educated  and  experienced  medical  expert — not  a  lay 
investigator  inexperienced  in  medicine  or  disabili- 
ty—can make  the  technical  judgment  concermng 
what  medical  treatment  is  necessary  to  preserve  a 
particular  patient's  life.  Effective  investigations, 
therefore,  necessarily  depend  upon  the  use  of  medi- 
cal consultants  who  are  competent  and  willing  to 
make  such  a  medical  judgment  in  strict  accordance 
with  the  nondiscrimination  principles  embodied  in 
section  504. 

OCR's  selection  of  at  least  some  medical  con;;nl- 
tants  was  surprising.  They  included  Dr.  Gordon  B. 
Avery  and  F'r.  George  Little,  both  of  whom 
submitted  affidavits  on  behalf  of  the  plaintiffs  in  the 
suit  to  invalidate  the  original  regulations.^^  In  a 
medical  journal  article,  Dr.  James  Strain,  the  presi- 
dent of  the  American  Academy  of  Pediatrics, 
revealed  that  dming  an  investigation  of  alleged 
denial  of  treatment  at  Rochester,  New  York's, 
Strong  Memorial  Hospital  in  March  1983,  the 
neonatologist  flown  in  as  OCR's  consultant  refused 
to  examine  the  chiidi'en  concerning  whom  denial  of 
treatment  was  alleged  on  the  grounds  that  "the 
investigators  had  failed  to  obtain  the  parents*  con- 
sent to  examine  the  children.""  Since  the  parents 
had  presumably  at  least  nominally  acquiesced  in  the 
suspected  denial  of  treatment,  unilaterally  giving 
them  veto  power  over  an  investigation  of  the 
allegations  was  not  a  realistic  way  for  the  consultant 

•  Ciraons  and  Green,  U.S,  Moves  in  Baby  Doe  Cases  Stir  Anger, 
Los  Angeles  Times,  Nov.  12,  1983,  at  Al.  col.  4.  A6,  col.  2 
(emphasis  added).  See  also  Election  of  Handicapped  Newborns: 
Hearing  Before  the  United  States  Commission  on  Civil  Rights 
250-51  (1986)  (vol.  II)  (testimony  of  Tiiomas  Nemey,  President, 
Disability  Institute)  (Department  of  Health  and  Human  Services 
probably  has  many  physicians  who  "make  arguments  about  the 
primacy  of  the  medical  profession"). 

»  See^  e,g.,  Office  for  Civil  Rights,  Department  of  Health  and 
Human  Services,  Discrimination  Against  Handicapped  Infants  by 
Withholding  Trcatmtut  or  Nourishment:  Interim.  Expedited 
Procedure  3  (March  22-2S,  1983)  (included  as  Attachment  4  to 
Affidavit  of  Betty  Lou  Dot$on,  Am.  Academy  of  Pediatrics  v. 
HecUc?:,  561  F.  Supp.  395  (D.D.C.  1983)). 
"  See  Office  for  Civil  Rights'  Medical  Consultants,  attachment 
to  Affidavit  of  Nathan  D.  Dick,  Affidavit  of  George  A.  Little, 
M.D.,  attachment  to  PlaintifTc  complaint  for  Declaratory  and 
Injunctive  Relief,  Statement  of  Points  and  Authorities  in  Support 
of  Complaint  for  Declaratory  and  Injunctive  Relief  (filed  Mar. 


to  do  an  unbiased  investigation  of  whether  the 
allegations  were  substantiated. 

Signiflcant  delays  prevented  efHcient  enforcement 
in  investigations  of  substantial  and  notorious  denial 
of  treatment  practices  in  Connecticut  and  Oklaho* 
ma. 

Perhaps  the  first  public  acknowledgement  of 
regular  denial  of  lifesaving  treatment  to  children 
with  disabilities  concerned  Yale-New  Haven  Hospi- 
tal. In  1973  Yale-New  Haven  pediatrician  Raymond 
S.  Duff  coauthored  a  medical  journal  article  reveal- 
ing that  14  percent  of  a  series  of  299  deaths  in  the 
hospital's  Newborn  Special  Care  Unit  were  caused 
by  deliberate  withholding  of  life-preserving  treat- 
ment, and  providing  a  defense  of  the  practice." 

In  June  1981,  the  Hartford  Courant  published  a 
series  of  articles  by  medical  reporter  Diane  Brozek 
describing  the  continuation  of  the  practices  that  had 
been  set  forth  in  1973."  "Doctors  at  Yale-New 
Haven  Hospital's  Special  Care  Unit  routinely  offer 
parents  the  option  of  letting  newborns  with  spina 
bifida  die  by  withholding  food  and  the  surgery 
needed  to  close  the  baby's  lesion  to  prevent  infec- 
tion," she  concluded."  She  recounted  a  number  of 
specific  instances  presenting  prima  facie  violations  of 
section  504  as  it  was  being  publicly  interpreted  by 
the  Departments  of  Justice  and  Health  and  Human 
Services: 

*  [Michael  Renfrew  had  brain  damage  resulting  from  a 
hemonnagc  shortly  after  his  birth.  T]he  doctors  recom- 
mended more  than  once  that  Michael  be  allowed  to  die. 
[His  father]  Douglas  Renfrew  couldn't  bring  himself  to 
make  the  decision.  He  remembered  telling  the  medical 
team  that  multiple  )>iic]  handicapped  children  deserve  to 
live  "if  only  because  they  teach  us  to  value  life." 

18»  1983)»  and  Affidavit  of  Gordon  B.  Avery,  M.D.p  Exhibit  A  to 
Defendant's  Deposition  of  Gordon  B.  Avery,  M.D.  (Mar.  30, 
1983),  Am.  Academy  of  Pediatrics  v.  Heckler,  585  F.Supp.  541 
(S.D.N.Y.  1983)  (Civil  Action  No.  83-0774). 
»  Strain,  Special  Report:  The  American  Academy  of  Pediatrics 
Comments  on  the  **Baby  Doe  //"  Regulations,  309  New  Eng.  J. 
Med.  443,  444  (1983). 

"  Duff  &  Campbell,  Moral  and  Ethical  Dilemmas  in  the  Special 
Care  Nursery,  289  New  Eng.  J.  Med.  890  (1973). 
"  Brozek,  Defective  Newborns  Are  Dying  By  Design,  Hartford 
Courant,  June  l4,  1981,  at  1,  col.  Al;  Brozek,  At  Issue:  A 
Productive  Life  or  Tragedy,  Hartford  Courant,  June  15,  1981,  at 
Al,  col.  1;  Brozek,  Siamese  Twins  Case  a  Test  of  Infant  Care 
Practices,  Hartford  Courant,  June  16,  1981,  at  Al,  col.  3,  Brozek, 
Parents  Chose  Death  for  Baby,  Hartford  Courant,  June  17,  1981, at 
Al,  col.  1. 

"  Brozek,  At  Issue:  A  Productive  Life  or  Tragedy,  Hartford 
Courant,  June  15,  1981,  at  Al,  col.  1. 
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The  baby's  doctor,  E.  Laurence  Hodcr,  agreed  to 
continue  care,  but  the  infant  died  January  27.  When  the 
bab/i.heart  began  failing  that  night,  Renfrew  finally 
agreed  by  phone  to  disconnect  a  respirator  so  Michael 
oould  die*  .  . 

♦  [When  Eric  Scuterud  y-^  bom  with  spina  bifida  at 
Yale-New  Haven  hospital  in  1980,  his  parents]  were  told 
khcy  could  go  ahead  with  the  lifesavmg  operation  and  then 
inititutioiialize  their  baby.  The  doctors  also  gave  the 
couple  the  option  of  letting  the  baby  die  by  wiUiholding 
food  and  the  surgery  that  would  close  the  back  lesion  to 
prevent  infection. 


Doctors  offered  to  let  Eric  go  home  to  die,  with  an 
adequate  supply  of  morphine  to  sedate  hun.  .  .  . 

Doctors  also  told  Honey  Scuterud  she  would  not  be 
feeding  him.** 

•  Dr.  Richard  A.  Ehrenkranz,  on  staff  at  the  Yale- 
New  Haven  unit,  said  doctors  there  ahnost  always  abide 
by  parents*  decisions;  whether  for  life  or  death. 


.  ..Ehrenkranz  said  the  staff  doesn*t  mtervene  to  save  a 
child  agdnst  his  parents*  wi^es,  even  when  the  child  has  a 
reasonable  chance  to  survive  with  treatment  "Some 
medical  institutions  choose  to  step  in,  through  the  courts,*' 
he  said  "We  do  not'*" 

♦  (Although  olverdose  deaths  at  Yale-New  Haven  are 
•infrequent,*'.  .  .a  doctor  there  said[,  in  some  cases]  he 
and  other  doctors  suggested  the  option,  assuring  parents 
they  would  sign  the  death  certificate,  no  questions  asked. 

The  parents,  he  said,  ended  their  infants'  lives  with 
morphme  or  phenobarbital  prescribed  by  the  doctors  and 
usually  dissolved  in  a  baby  bottle.'* 

In  reaction  to  the  Courant  series,  the  Connecticut 
Senate  Public  Health  Interim  Study  Committee  on 

»   Bfoiekt  Dtfective  Newborns  -Are  Dying  By  Design,  Hartford 

Courtnt,  June  14,  1981,  at  Al,  coL  4. 

"  Id  at  A25,  ools.  2-3.  Mrs.  Scuterud  felt  she  could  not  face  the 

prospect  of  starving  her  child  at  home: 

'That  was  the  one  thing  I  know  I  couldn't  do,  not  in  my 
house,"  she  recalled.  The  couple  ordered  the  surgery,  hoping 
the  doctors  were  right  when  they  said  Eric  probably  wasn't 
brain  damaged. 

Id  at  A25,  col.  3.  In  1981  Brozck  wrote,  "Eric  Scuterud  is 

intellectually  normal  for  a  year-old  baby.  He  is  quick  with  a  grin 

and  flirts  with  strangers  by  throwing  kisses  with  a  loud  smack  of 

his  lips."      at  A25,  col.  1. 

"  Id  at  A25,  cols.  3-4. 

w  Id  ft  Al,  col.  3.  Brozck  commented: 

This  daring  practice  aud  its  acknowledgement  by  a  doctor 
signal  how  routine  the  concept  of  nontreatment  of  defective 
newborns  has  become  in  medical  practice  and  how  far  some 
medical  professionals  have  taken  it 
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Medical  Treatment  for  Newborn  Infants  began  a 
scries  of  hearings,  chaired  by  Senator  Regma  Smith. 
At  those  hearings,  "Dr.  Joseph  R.  Warshaw,  direc- 
tor of  newborn  services  at  Yale-New  Haven,  said 
that  *two  or  three  times'  in  the  last  five  years,  infants 
with  Down's  Syndrome.  .  .were  not  treated  for 
intestinal  blockages  that  prevented  them  from  dig- 
esting food."" 
Dr.  Raymojid  S.  Duff  testified: 

[I]n  light  of  religious,  personal,  and  family  values  and 
circumstances,  some  medical  conditions  are  estiaiated  to 
involve  such  a  destructive  unpact  on  the  family  and  often 
on  the  child  as  well  that  rescue  seems  unwise.  Ffunily  and 
health  profesdonals  in  these  situations  believe  that  tragedy 
will  only  be  compounded  for  everyone  if  rescue  is 
attempted.*» 

However,  the  committee  received  evidence  that 
these  judgments  seemed  at  tunes  to  be  less  those  of 
the  family  than  those  of  Dr.  Duff.  For  example, 
concerning  his  son  James,  bom  with  cerebral  palsy 
at  Yale-New  Haven  Hospital  in  1975,  Leo  Arria 
wrote  Senator  Smith: 

Even  after  realizing  that  James  may  not  be  normal  we 
decided  that  as  long  as  he  was  alive  we  wanted  to  do 
everything  we  possibly  could  do  for  hhn.  It  was  then  that 
we  were  called  into  conference  with  a  Doctor  Duff,  who 
we  were  told  was  the  head  of  Pediatrics  for  the  hospital. 
Doctor  Duff  told  us  that  James  was  going  to  be  a  greet 
burden  to  us  throughout  our  lives.  He  also  told  us  that 
James  would  be  a  vegetable  and  a  helpless  human  being. 
He  told  us  to  consider  very  seriously  abandoning  the 
child." 

Theodore  and  Cheryl  Mekdeci  wrote  Senator  Smith 
that  their  daughter  Kimberly  was  bom  with  spina 
bifida  in  1975: 

Ending  a  human  life  by  overdose  clearly  n:oves  the  issue 
out  of  the  long  disputed  area  of  passive  euthanasia  by 
withholding  care  into  the  outlawed  territory  of  active 
euthanasia,  or  causing  death. 
Id  at  A25,  ooL  1. 

"  Cohen,  Doctor  Admits  Hosp  tal  Let  Newborns  Die,  Hartford 
Courant,  Oct  1, 19S1,  at  Al,  col  1.  See  also  DcRenzo,  Summary 
of  Hearings  on  the  Treatment  of  Newborns  with  Disabilities  6 
(Feb.  10,  1982)  (on  file  at  U.S.  Commission  on  Civil  Rights). 
*•  Duff,  Decision  Making  in  Extreme  Situations  5  (Testimony 
prepared  for  prcsenution  at  hearings  of  the  Public  Health  Interim 
Study  Committee  on  Medical  Treatment  for  Newborn  Infants. 
Oct  20,  1981). 

"  Letter  from  Leo  F.  Arria  to  Sutc  s^cn.  Regina  Smith  (Apr.  7, 
1982)  (on  file  ^i  U.S.  Commission  on  Qvil  Rights).  Mr.  Arria  and 
his  wife  talked  with  another  pediatrician  and  decided  to  authorize 
medical  treatment  See  also  letter  from  Theodore  and  Cheryl 
Mekdeci  to  State  Sen.  Regina  Smith  (undated)  (on  file  at  the  U.S. 
Commission  on  Civil  Rights). 


Kimbcrly  was  placed  in  the  Newborn  Special  Care  Unit  at 
Yale  New  Haven  Hospital.  [Wc]  were  approached  by  Dr. 
Duff.  He  wanted  to  know  if  we  folly  understood  the  future 
life  Vs-e  would  be  faced  with.  Our  daughter  would  be  a 
burden  to  us  and  would  need  constant  care  and  may  never 
amount  to  anyt^g  other  than  to  be  a  vegetable,  is  what 
he  had  told  us.  There  was  the  possibility  that  she  would 
cause  us  much  pain.  We  asked  him  if  he  was  advis[ing]  us 
against  the  surgery,  asking  us  to  take  the  chance  of  our 
daughter  dying.  He  told  us  it  was  something  that  we 
should  consider.** 

The  committee  obtained  a  Yale-New  Haven  hos- 
pital policy  that  explicitly  stated  that  among  the 
factors  to  be  considered  in  decisions  to  provide  or 
withhold  treatment  were  'the  quality  of  life  for  the 
child  and  family*'  and  "the  risks  of  psychological 
burdens."" 

The  Brozek  series  and  the  legislativcNhearings 
prompted  an  investigation  headed  by  *fhayer  Bal- 
dwin, Jr.,  chief  of  the  Bureau  of  Health  System 
Regulation  of  the  Connecticut  State  Department  of 
Health  Services.  At  the  conclusion  of  his  investiga- 
tion, the  report  of  the  bureau  recommended  against 
any  "attempt  to  detine  or  interfere  with  medical 
practice."  It  said  "the  enormous  variety  of  personal 
feelings  on  the  subject"  meant  that  laws  preventmg 
denial  of  treatment  "would  be  ignored  and  ineffec- 
tive."** However,  the  report  did  make  factual 
findings  about  a  number  of  cases  involving  11 
hospitals  around  the  State: 

Two.  .  .infants  had  multiple  congenital  anomalies  involv- 
ing one  or  more  organs  and  body  systems  and  including 
intestinal  and  neurological  dysfunction  in  varying  degrees. 
Although  individual  physical  anomalies  were  treatable, 
with  resultant  varying  prognoses,  a  physician/parent 
decision  was  mode  to  withdraw/withhold  treatment  and 
active  support,  including  intravenous  fluids  which  provid- 
ed nourishment  Alternative  nourishment  was  then  offered 
orally  "as  tolerated"  to  one  of  these  infants.  Although  this 
infant  died  of  "malnutrition,"  it  is  not  known  whether  this 
was  due  to  lack  of  adequate  intake  or  to  intestinal 
dysfunction.  The  second  infant  was  provided  no  nourish- 
ment in  any  form  and  subsequently  died  of  dehydration 


»  Letter  from  Theodore  and  Cheryl  Mclcdcci  to  State  Sen. 

Regina  Smith  (undated)  (on  file  at  the  U.S.  Conunission  on  Civil 

RighU).  The  Mekdccis  wrote: 

This  time  (after  birth]  is  a  very  trying  time  for  the  parents 
and  being  persuaded  in  the  direction  of  ending  the  newborn 
childfjs  life  is  something  that  might  be  regretcd  [sic]  later  if 
parents  were  to  decide  this  way  without  feeling  that  there  are 
other  alternatives.  .  .  . 


[A]  low  birth  weight,  full  term  infant  was  transferred  from 
another  hospital  on  oxygen  support.  Problems  noted  early 
on  included  physical  signs  .  Down's  Syndrome,  heart 
defect  (probable  AV  canal),  and  probable  duodenal  steno- 
sis. (The  heart  problem  was  operable,  but  with  a  high 
mortality  rate.)  The  infant  was  prepared  for  duodenal 
surgery,  however  the  parents  chose  not  to  perform 
surgery.  The  mother  did  not  want  the  baby  to  suffer  or  to 
ruin  the  lives  of  their  other  children.  ,  .  .A  physician- 
supported,  subsequent  parent  decision  was  made  to  discon- 
tinue all  support  A  statement  signed  by  the  parents 
appeared  in  the  record  which  stated  their  decision  against 
abdominal  surgery  and  their  decision  to  withdraw  "medi- 
cal support"  and  their  understanding  of  the  "full  meaning 
of  this  decision." 

All  "support"  was  discontinued  on  the  fourth  day  of  life, 
including  oral  fx^dings  (which  were  not  feasible)  and 
intravenous  nourishment.  These  activities  were  substanti- 
ated by  doctors'  orders  and  nurses'  records.  At  death  (at 
23  days  old)  the  infant  showed  a  substantial  weight  loss 
from  birth, 

[A]  severely  premature  infant  required  suctioning  for 
resuscitation.  .  .  .A  genetic  consult  confirmed  the  proba- 
bility of  Down's,  A  surgical  consult  revealed  probable 
duodenal  atresia.  There  were  several  instances  of  brady- 
cardia  (slow  heart  rate)  beginning  on  the  first  day  of  life. 
On  the  third  day  of  life,  the  parents  made  a  decision  to  "let 
nature  take  its  course"  and  opted  for  "non^active  interven- 
tion". .  .  .[R]ecords  indicated  that  the  IV  line  (which 
included  nourishment)^  antibiotics  and  other  support  were 
withdrawn  on  the  third  day.  The  infant  died  on  the  fourth 
day,  following  increased  episodes  of  bradycardia. 


[F]our  infants  had  multiple  congenital  anomalies  and 
physiological  and  medical  problems  including  varying 
degrees  of  cardiorespiratory  and/or  neurological  deficien- 
cies. (An  infant  with  Down's  Syndrome  was  included  in 
this  group.)  Physician/parent  decisions  were  made  to 
withhold  or  withdraw  artificial  means  of  respiration  from 
these  infants  apparently  based  on  prognoses  of  poor 
quality  lives  from  complications  requiring  continuing 
extensive  support. 


.  .  .Notes  such  as  "Plan  is  to  not  ventilate  the  in- 
fant. .  .  .The  parents  accept  this  plan,"  "little  chance  of 
even  a  remotely  normal  life,"  "multiple  surgery  and 
maximal  family  support  and  medical  care  will  be  required 

Kimberly  today  is  mainstreamed  into  a  regular  classroom 
at  school  She  is  socially  and  emotionally  well  adjusted  and  is 
a  beautifully  bright  individual.  She  also  shows  much  \o\c 
**  Guidelines  for  Deciding  Care  of  Critically  111  or  Dying 
Patients[:]  A  Summary  of  the  Yale-New  Haven  Hospital  Policy  5 
(undated)  (on  file  at  the  U.S.  Commission  on  Civil  Ri  ;hts). 
**  Baldwin,  Infant  Dcath[:]  Life  and  Death  in  Newborn  Special 
Care  Units  1 1  (1982)  (on  file  at  U.S.  Commission  on  Civil  Rights). 
See  chap.  10  and  text  accompanying  notes  38-40. 
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to  achieve  a  reasonable  life*'.  .  .were  observed  m  the 
medical  records.  .  .  . 

Articles  in  the  Hartfnrd  Courant  which  precipitated  this 
investigation  by  the  Department  of  Health  Services 
referred  to  cases  in  which  infants  were  starved  or 
ovc^oaed  at  home.  In  three  of  the  eighteen  cases 
reviewed,  the  infant  died  at  home.  Our  review  of  hospital 
records  did  not  provide  enough  information  to  either 
prove  or  rule  out  any  malfeasance  after  discharge  from  the 
ho^ital.  However,  there  appears  to  be  a  high  possibility 
that  active  euthanasia  was  involved  in  at  least  one  of  these 
cases. 


.  •  .From  our  review,  it  would  appear  that  in  every 
hospital  m  which  we  reviewed  records,  selective 
life/death  decisions,  mvolving  withdrawal  or  withholding 
of  treatment,  were  being  made  by  physicians  and  parents 
on  a  case  by  case  basis. 

.  .  .Some  records  at  one  institution  included  signed  state* 
mcnts  by  parents  that  it  was  their  decision  to  withdraw 
treatment  even  though  death  would  necessarily  follow.** 

On  June  17,  1982,  State  Senator  Smith  filed  a 
fonnal  complamt  with  the  U.S.  Department  of 
Justice^  to  which  she  attached  the  Brozek  articles, 
the  Baldwin  report,  and  information  from  testimony 
given  at  the  hearings  before  her  committee  Occlud- 
ing the  two  parental  letters  concerning  Dr.  Duff 
quoted  earlier).**  She  requested  an  investigation  "to 
determine  whether  or  not  Section  504  of  the  Reha- 
bilitation Act  or  any  other  federal  criminal  or  civil 
statute  is  being  ignored  and  violated.""  The  Justice 
Department  did'  not  itself  initi&ve  an  investigation 
and  did  not  refer  the  complaint  to  the  HHS  Office 

**  /dL  at  14-17.  In  another  case  mvolving  a  child  with  "peiinatal 
and  neonatal  asphyxia  resulting  in  serious  brain  damage  and 
related  complications,**  who  was  "able  to  breathe  room  air  and  to 
be  fed  by  mouth,**  a  "parent/physician  deciiion  had  been 
made. .  .to  discontinue  tube  feedings  and  feed  only  by  mouth  on 
demand  with  the  expectation  that  this  course  would  result  in 
death.**  The  infant  was  "discharged  home.  .  omd  subsequently 
died  at  home  of  cardiorespiratory  arrest**  2cL  at  16. 
**  Letter  from  SUte  Sen.  Re^  Smith  to  William  Bradford 
Reynolds,  Assbtant  Attorney  General,  Civil  Rights  Division, 
U.S.  Department  of  Justice,  and  Arthur  Pcabody,  Special 
Litigation  Section,  U.S.  Department  of  Justice  (June  17,  1982)  (on 
fde  at  U.S.  Commission  on  Civil  Rights). 
"  /dl  at  1. 

Memorandum  from  Betty  Lou  Dotson,  Director,  Office  for 
Civil  Rights,  U.S.  Department  of  Health  and  Human  Services,  to 
ThoJ3aai  Donnelly,  Acting  Secretary,  U.S.  Department  of  Health 
and  Human  Services  1  (Mar.  1,  1983).  According  to  Ms.  Dotson, 
'"OCR  had  already  initiated  a  compliance  review  of  the  Yale-New 
Haven  Hospital  in  August  1982,  which  covered  the  same  issues 
involved  in  the  Regina  Smith  complaint**  Id.  According  tc  Yale* 
New  Haven  Hospital,  it  received  a  letter  announcing civil  rights 
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for  Civil  Rights  until  October  1982.^»  It  was  not. 
until  February  10,  1983,  that  any  response  was  sent 
to  Senator  Smith  on  her  complaint.  On  that  date 
Qiroline  Chang,  Region  I  Director  of  the  Office  for 
CivrH  Rights,  wrote  her  to  inform  her  that  on 
February  1,  1983  (3  months  after  the  complaint  had 
been  referred  to  OCR  by  the  Justice  Department), 
her  complamt  had  been  referred  to  the  Region  I 
ofBce  for  investigation.  The  Chang  letter  continued: 

You  have  provided  OCR  with  complete  information 
sufficient  to  initiate  our  processing  of  your  complaint 
OCR  has  jurisdiction  over  the  subject  matter  of  the 
complaint  pursuant  to  Section  504  of  the  Rehabilitation 
Act  of  1973.  .  .  . 

We  have  determined  that  Yale-New  Haven  Hospital  is  a 
recipient  of  Federal  financial  assistance  from  the  Depart- 
ment of  Health  and  Human  Services.  .  .  . 

In  approximately  ninety  days,  OCR  will  complete  its 
investigation  to  determine  if  there  has  been  a  violation  of 
Section  504  and  its  regulation.  If  no  violation  is  identified, 
OCR  will  inform  you  and  Yale-New  Haven  hospital  in 
writing.  If  there  b  a  determination  that  a  violation  has 
occurred,  Yale-New  Haven  Hospital  will  be  notified  and 
requested  to  take  corrective  action  within  the  next  ninety 
days.** 

However,  Peter  Chan  of  the  Region  I  office 
telephoned  Senator  Smith  some  months  later  to  tell 
her  that  the  investigation  would  take  longer  than 
expected.  Finally,  approximately  a  year  later,  he 
informed  her  that  the  investigation  ha^  been  con- 
cluded at  the  regional  level.*^  The  investigative 
findings  were  chared  at  the  regional  level  on  March 
2,  1984,  and  the  national  office  cleared  a  letter  of 

compliance  review  on  July  27,  1982,  and  Federal  investigators 
arrived  on  Sept.  14,  1982. 

During  the  fall  of  1982,  HHS  personnel  reviewed  over  one 
hundred  charts  of  deaths  between  January  and  June,  1981, 
and  March  through  August,  of  19«2.  They  subsequently 
reviewed  110  charts  of  babies  witJi  specified  conditions 
admitted  between  October  1979  and  Dtjccmbcr  1982.  They 
also  conducted  extensive  reviews  with  Hospital  physicians, 
nurses,  social  workers,  administrators  and  others.  .  .  .In 
March,  1983,  OCK  Investigator  Peter  Chan  returned  to  the 
Hospital  for  additional  interviews  with  physicians.  On  July 
21,  1983,  Investigator  Chan  again  met  with  representatives  of 
the  Hospital  requesting  additional  information. 
Letter  from  John  R  Fcnn,  Chief  of  Staff,  Yale-New  Haven 
Hospital  to  William  J.  Howard,  General  Counsel,  U.S.  Commis- 
«on  on  Civil  Righto  1-2  (Oct.  6,  1988)  (pimXcA  in  app.  D  of  this 
report). 

Letter  from  Caroline  Chang,  Region  I  Director,  Office  for 
Civil  Righto,  U.S.  Department  of  Health  and  Human  Services,  to 
Stotc  Sen.  Regina  Smith  (Feb.  r  1983)  (on  file  at  U.S. 
Commission  on  Civil  Righto). 

»•  Telephone  interview  with  State  Sen.  Regina  Smith  (Sept.  16, 
1988). 
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finding  on  May  18,  1984.^^  In  the  meantime, 
however,  enforcement  was  suspended  in  March 
1984  as  3  consequence  of  the  suit  challenging  the 
final  rules.'*  As  a  result,  the  letter  of  finding  was 
never  issued.** 

In  short,  in  a  matter  that  by  its  nature  was  a  matter 
of  life  and  death,  it  took  nearly  2  years  from  the  time 
the  complaint  w«s  filed  to  bring  an  investigation  to 
conclusion,  at  least  10  months  of  which  was  used 
after  the  investigators'  medical  chart  review  and 
interviews  of  hospital  personnel  had  already  oc- 
curred. By  the  time  HHS  was  finally  ready  to  act,  it 
was  too  late. 
This  pattern  was  to  continue.  In  October  1983,  an 
^  article  entitled  "Early  Management  and  Decision 
Making  for  the  Treatment  of  Myelomeningocele" 
was  published  in  Pediatrics,*^  the  journal  of  the 
American  Academy  of  Pediatrics.  The  authors  were 
Richard  H.  Gro3S,  MD,  Alan  Cox,  MD,  Ruth 
Tatyrek,  MSW;  Michael  Pollay,  MD,  and  William 
A.  Barnes,  MD.  They  were  from  the  departments  of 
Orthopaedic  Surgery,  Pediatrics,  Neurosurgery,  and 
Urology  of  the  University  of  Oklahoma  Health 
Sciences  Center,  and  Department  of  Social  Service, 
Oklahoma  Children's  Hospital,  Oklahoma  City.*» 

The  article  described  a  i«lective  treatment  pro- 
gram carried  out  at  Oklahoma  Children's  Hospital. 
The  article  tracked  the  "treatment"  regimen  for  69 
iijfants  bom  with  spina  bifida  between  July  1,  1977, 
and  June  30,  1982."  According  to  the  article,  a 
hoipital  team  assessed  each  infant  within  4S  hours  of 
birth.  For  tliose  infants  bom  with  high  lesions  who 
were  suspected  of  having  hydrocephalus  or  other 
anomalies,  a  meeting  was  convened  to  decide  upon  a 
treatment  recommendation  to  the  family.  The  rec- 
ommendation could  be  for  "vigorous"  treatment  or 
for  **supportive  care.""  "Supportive  care"  meant 
that  lifesaving  surgery  to  close  the  lesion  would  not 
be  performed  and  "active  treatment"  would  not  be 
given  *Tor  infection  and  other  acute  illnesses.""  In 
addition,  the  criteria  used  by  the  team  included  an 
assessment  of  "contribution  from  home  and  family" 

»>  Telephone  intf  tview  wiUi  Patricia  Mackey,  Office  for  Civil 
Rights,  U.S.  Dep;  rtment  of  Health  and  Human  Services  (Sept 
20,  1988). 

««  Telephone  interview  with  Peter  Chan,  Re^on  I  Office,  Office 
of  Civil  Rights,  U.S.  Department  of  Health  and  Human  Services 
(Sept  19,  1988). 

"  Telephone  interview  with  Patricia  Mackey,  Office  for  Civil 
Rights,  U.S.  Department  of  HealUi  and  Human  Services  (Sept 
20,  1988). 

**  Gross,  Cox,  Tatyrek,  Pollay  &  Barnes,  Early  Management  and 
Decision  Making  for  (he  Treatment  of  Myelomeningocele,  72 
PedUtrics  450  (1983). 
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so  that  those  families  who  had  greater  resources 
might  receive  a  recommendation  for  treatment  and 
those  families  with  fewer  resources  would  be  more 
likely  to  receive  a  recommendation  against  it,  even 
though  the  severity  of  the  disability  might  be  the 
same  in  both  cases.*' 

Of  the  69  infants  in  the  experiment,  36,  or  52 
percent,  were  recommended  for  treatment.  Thirty- 
thn^  or  48  percent,  were  recommended  for  "sup* 
portive  care."  Of  those  recommended  for  treatment, 
aL  t>ui  »«/ed  with  the  exception  of  one  who  died  as  a 
result  of  a  car  accident.  Twenty-eight  of  the  families 
receiving  the  recommendation  for  nontreatment 
(supportive  care)  accepted  the  recommendation. 
The  families  of  five  children  demanded  treatment, 
and  of  those  five  children,  three,  according  to  the 
authors,  "are  alive  and  well."*®  The  majority  of 
infants  for  whom  no  treatment  was  planned  were 
sent  to  a  facility  called  the  Children's  Shelter.**  At 
the  end  of  the  experiment,  24  families  had  finally 
agreed  to  the  nontreatment  regimen,  and  all  24 
children  died.  The  experiment  was  called  a  success 
by  the  authors:  "[T]his  approach  seems  to  us  the  best 
alternative  available  at  this  time."** 

The  Pediatrics  article  came  to  the  attention  of 
Carlton  Sherwood,  one  of  only  two  investigative 
reporters  to  have  won  both  the  Pulitzer  and  the 
Peabody  awards  for  investigative  reporting.  He  was 
then  working  for  Cable  Ne>v's  Network  and  took  a 
television  crew  with  him  to  OMahoma.  Initially,  he 
was  denied  interviews  by  both  the  hospital  and  the 
Children's  Shelter,  a  facility  to  which,  according  to 
the  article,  children  being  provided  only  "supportive 
care"  were  frequently  sim'L  One  snowy  Sunday, 
however,  a  nurse  named  George  McCormack  decid- 
ed not  only  to  allow  the  reporter  and  camera  crew 
inside  the  shelter,  but  also  to  tell  the  story  of  his 
unsucc^ful  attempts  to  obtain  lifesaving  surgery 
for  a  baby  bom  with  spina  bifida  who  had  not  been 
treated.** 

Sherwood's  camera  captured  the  picture  of  CoiU 
ton  Johnson,  a  black  baby  bom  with  spina  bifida  to 

»»  leL  at  450. 

I(L  at  452. 
«  Id 

"  Id.  at  452,  453. 
*•  Id.  at  456. 

Id  at  451. 
"  Id  at  452. 
«  Id  at  457. 

Interviews  with  Carlton  Sherwood  (February  1984). 
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an  unmarried  mother  receiving  welfare.**  A  large 
sac  was  visible  on  Carlton  Johnson*s  back,  accord- 
ing to  McCormack  the  result  of  the  refusal  of 
Oklahc  A  Memorial  Hospital-associated  physicians 
to  treat  him.  McCormick  told  the  reporter  that  he 
had  requested  an  operation  for  Carlton  Johnson  on 
more  than  one  occasion.** 

Sherwood's  discoveries  and  interview  with 
McCormack  were  air^d  in  February  1984,  as  part  of 
a  three-part  series  on  Cable  News  Network  which 
provided  graphic  evidence  that  the  Oklahoma  Chil- 
dren's Hospital  not  only  had  conducted  the  selective 
treatment  experiment  but  also  was  apparently  still 
refusing  to  provide  necessary  medical  treatment  to 
children  bora  with  surgically  correctable  problems, 
especially  if  the  child  came  from  a  poor  family. 

Of  particular  importance  for  the  future  legal  status 
of  calls  for  Federal  investigation  of  the  selection 
process  was  an  interview  with  Carlton  Johnsons 
mother.  Sharon  Johnson  stated  that  the  doctors  had 
told  her  that  her  child  could  not  live.  She  had  no 
idea  that  with  an  operation  her  son  would  be  able  to 
move  into  a  family  home  ahd  live  as  normal  a  life  as 
his  disability  would  allow.**  This  evidence  suggest- 
ed that  the  physicians  were  not  simply  deferring  to 
parental  decisions,  but  rather  securing  parental 
consent  to  nontreatment  by  providbg  unwarrant- 
ably pessimistic  prognoses.  It  raised  the  question  of 
whether  parents  were  in  fact  giving  legally  effective 
informed  consent 

Attention  withm  the  disability  rights  movement 
was  drawn  to  the  Pediatrics  article  soon  after  it  was 
published.  Michael  Lottman,  a  disability  rights 
attorney  and  former  Justi'^e  Department  official, 
drafted  a  letter  alleging  that  the  Oklahoma  proce- 

**   Interviews  wiUi  Carlton  Sherwood  (FcbruAry  1984), 

*»  Cable  News  Network  Transcript.  Who  JUva,  Who  ln^7  3 

(Feb.  21,  22.  A  24,  1984)  (on  fUe  at  U.S.  Commission  on  Civil 

RighU). 

^  J(L 

Telephone  interview  wiUi  Michael  Lottman  (Aug.  24.  1988). 

The  Department  of  Health,  Education,  and  Welfare  was 
subsequently  divided  into  HHS  and  the  Department  of  Educa- 
tion. HHS  now  has  responsibthty  for  these  issues. 

Interview  with  Martin  Gerry  (Sq>t  13,  1988). 
»•  Letter  to  William  French  Smith,  Attorney  General,  U.S. 
Department  of  Justice,  and  Margaret  Heckler,  Secretary,  U.S. 
Department  of  Health  and  Human  Services  (Feb.  24,  19M)  (on 
file  at  U.S«  Commission  on  Civil  Rights). 
"  The  alleged  violations  were  of  section  504  of  the  Rehabilita- 
tion Act,  29  U.S.C.A.  §794  (1985);  of  the  mediaud  requirements 
Uiat  services  not  be  dem'ed  to  eligible  recipients  without  a  fair 
hearing,  42  U.S.CA.  S1396a(aX3)  (West  Supp.  1988):  that 
medical  assistance  to  eh'gible  recipients  be  of  the  same  amount, 
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dures- entailed  various  constitutional  and  statutory 
violations.*'  His  draft  was  brought  to  Martin  Gerry, 
former  director  of  the  Office  for  Qvil  Rights  in  the 
Department  of  Health,  Education,  and  Welfare." 
Gerry  agreed  with  the  basic  findings  in  the  Lottman 
draft  and  circulated  a  revised  letter  of  complaint  to 
various  disability  rights  groups.  The  Association  for 
Persons  with  Severe  Handicaps,  the  Association  for 
Retarded  Qtizens/United  States,  the  National 
Down  Syndrome  Congress,  the  Spina  Bifida  Associ- 
ation of  America,  Martin  Gerry,  and  Nat  HentofT,  a 
civil  libertarian  columnist  for  the  New  York  Cii^ 
weekly  Ue  Village  Voice,  joined  in  the  formal 
complaint** 

On  February  24,  1984,  the  written  complaint  was 
submitted  to  both  Attorney  General  William  Frer^h 
Smith  and  Margaret  Heckler,  Secretary  of  the 
Department  of  Health  and  Human  Services."  The 
complaint  alleged  violations  of  three  Federal  stat- 
utes and  the  HHS  regulations  involving  human 
experimentation.**  It  emphasized  the  urgency  of 
government  action  in  response  to  the  complaint.  "It 
is  impcr  ^'  that  the  Federal  Government  act 
decisively  to  put  an  end  to  these  multiple  and  long- 
standing "'ngalities,  and  that  intervention  be  efTected 
immediai  f  before  more  lives  are  lost.  If  existing 
administmtive  procedures.  .  .cannot  move  quickly 
enough  in  this  desperate  situation,  then  the  govern- 
ment must  go  to  court  to  put  an  end  to  these  deaths 
pending  a  fmal  administrative  or  judicial  deternuna- 
tion."" 

The  Department  of  Health  and  Human  Services  is 
required  to  investigate  complaints  "promptly."" 
Despite  the  life-threatening  urgency  of  the  allega- 
tions in  the  complaint,  96  days  passed  before  the 

duration,  and  scope  as  that  provided  to  others,  42  U.S.CA. 
§  1396a(aXIOXB)  (West  Supp.  1988);  and  that  care  and  services  be 
provided  in  a  manner  consistent  with  the  best  interests  of  the 
recipient,  42  U.S.CA.  §I396ft(aX19)  (West  Supp.  1988);  of 
regulations  governing  experimentation  on  human  subjects,  forbid- 
ding such  cxpcrimcnUtion  without  infonncd  consent.  45  CF  R. 
§§46.116.  46.406  &  46.408  (1987);  and  of  the  Federal  criminal 
code,  18  U.S.CA.  §§241  &  242  (1?^9).  Letter  to  WUliam  French 
Smith,  Attorney  Grseral,  U.S.  Department  of  Justice,  and 
Margaret  Heckler,  Secretary,  U.S.  Department  of  Health  and 
Human  Services  5,  6  (Feb.  24,  1984)  (on  fUe  at  U.S.  Commission 
on  Civil  Rights). 

"  The  letter  invoked  United  States  v.  Frazer,  297  F.  Supp.  319 
(M.D.  Ala.  1968)  as  precedent  'or  such  a  suit  Letter  to  William 
French  Smith,  Attorney  Gene  aJ,  U.S.  Department  of  Justice, 
and  Margaret  Heckler,  Secretary,  U.S.  Department  of  health  and 
Human  Services  6  (Feb.  24,  1984)  (on  file  at  U.S.  Commission  on 
Civil  Rights). 

"  45  CF.R.  §§84.61  &  80.7(c)  (1987). 
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Office  for  Ci\'a  Rights  (OCR)  took  measurable 
action  on  the  complaint  On  May  30, 1984,  a  meeting 
was  convened  in  Washington,  D.C.,  attended  by 
Betty  Lou  Dotson,  OCR  diiector;  Surgeon  General 
C  Everett  Koop;  Kent  Smith,  executive  director  of 
the  Spina  Bifida  Association  of  America;  and  two 
private  physicians  who  had  been  critical  of  the 
practices  reported  at  Oklahoma  Children's  Hospital, 
Dr.  David  McClon?  of  Chicago  Children's  Hospital 
and  Dr.  John  Freeman  of  Johns  Hopkins  Hospital  in 
Baltimore.  Dr.  Freeman  later  wrote  that  to  •'defus[e] 
the  adversarial  approach"  and  ^'prevei^t  the  necessi* 
ty  for  and  the  problems  inherent  in  litigation,"  it  was 
the  '^consensus  of  the  meeting.  .  .to  use  a  more 
indirect  approach  to  the  University  of  Oklahoma 
through  Dr.  Koop  and  the  Spina  Bifida  Association 
to  see  what  current  practices  are  being  utilized  by 
the  University  of  Oklahoma  in  their  determinations 
of  who  should  be  treated.""  Physicians  at  the 
hospital  refused  to  give  the  Surgeon  General  assur- 
ances that  the  practices  had  ceased.^ 

Disturbed  by  the  reports  of  this  meeting  and 
wanting  to  make  clear  that  the  presence  of  a 
representative  of  one  of  the  complainant  groups  at 
the  meeting  could  not  be  interpreted  as  adequate 
sustification  for  a  failure  to  undertake  a  formal 
mvestigation  and  appropriate  legal  action,*^  Martin 
Gerry  on  June  4,  1984,  wrote  identical  letters  to  the 
Attorney  General  and  the  Secretary  of  Health  and 
Human  Services  "to  advise.  .  .formally  that  I  repre- 
sent each  of  the  organizations  and  individuals  listed 
on  the  signature  page  of  the  February  24, 1984,  letter 
in  connection  with  matters  raised  in  the  Complaint." 
The  letter  emphasized  that  the  February  letter 
•'represents  a  true  and  complete  complaint"  with 
regard  to  which  45  C.F.R.  §80.7  required  "that  the 
Department  of  Health  and  Human  Services  initi;.*c  a 
prompt  investigation  'whenever  a  compliance  re- 
view, report,  complaint,  or  any  other  information 
indicates  a  possible  failure  to  comply'  with  the  law," 
and  to  ask  the  Department  to  "designat[e]  a  Hai- 


"  Letter  from  John  Freeman  to  Betty  Lou  Dotson,  Director, 
Office  for  Civil  Rights,  U.S.  Department  of  Health  and  Human 
Services,  and  C  Everett  Koop,  Surgeon  General  Df  the  United 
States  (May  30,  1984)  (on  Hie  at  U.S.  Commission  on  Civil 
Rights). 

"  Gerry,  The  CM!  Rights  of  Handicapped  Infants:  An  Oklahoma 
"Experiment,"  1  Issues  in  L.  &  Med.  15,  56  (1985),  citing 
telephone  interview  with  C  Everett  Kv.'jp,  Surgeon  General  of 
the  United  States  (Nov.  16,  1984). 

Interview  with  Martin  Gerry  (Sept.  13,  1988). 
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son.  .  .for  us  to  contact  in  order  to  avoid  any  future 
confusion."*^ 

On  July  2,  1904,  Betty  Lou  Dotson,  Director  of 
the  Office  for  Qvil  Rights  in  the  Department  of 
Health  and  Human  Services,  responded  to  vhe  June 
4  letter  to  Secretary  Heckler.  She  stated: 

When  this  matter  came  to  our  attention  in  February,  we 
initiated  efforts  to  develop  a  comprehensive  and  legally 
viable  investigative  plan.  These  efforts  mcludcd  a  May  30, 
1984,  meeting  with  the  Surgecn  (jeneral,  two  nationally 
recognized  medical  experts  on  spina  bifida,  the  Executive 
Director  of  the  Spina  Bifida  Association  of  America  (a 
cosigner  of  your  earlier  letter  on  this  subject),  and  others. 
That  meeting  produced  a  consensus  on  the  initial  steps  to 
be  taken  to  most  effectively  deal  with  this  serious  matter. 
Also  during  the  course  of  these  prdiminary  efforts,  we 
received  information,  seemingly  reliable  but  not  indepen- 
dently verified,  that  the  treatment  procedures  followed 
during  the  1977-82  time  period  are  no  longer  in  effect  at 
the  University  of  Oklahoma  Health  Sciences  Center." 

The  letter  also  ftated  that  after  the  March  12, 
1984,  filing  of  a  suit  to  enjoin  the  section  504  "Baby 
Doe"  regulations,  HHS,  in  order  to  avert  a  prelimi- 
nary injunction,  had  agreed  "to  delay,  until  resolu- 
tion of  the  litigation,  direct  investigation  of  com- 
plamts  not  involving  live  infants  at  risk."  It  pointed 
out  that  on  June  1 1  the  district  court  had  issued  an 
injunction  barring  HHS  from  investigating  treat- 
ment decisions  concerning  newborn  infants  under 
section  504. 

The  letter  reco^i^nized  that  the  complainants  "also 
asked  that  this  issue  be  reviewed  from  the  context  of 
HHS  regulations  regarding  the  Medicaid  program 
and  human  experimentation."  It  justifled  not  having 
consid^jred  these  i':sues  because  "HHS  has  concen- 
trated its  efforts  to  assure  appropriate  treatment  for 
handicapped  infants  on  enforcement  of  section  504, 
the  approach  we  believed  to  have  the  strongest  legal 
basis."  In  light  of  the  court  order  precluding  use  of 
this  basis,  Ms.  Dotson  wrote,  "I  have  forwarded 
your  complaint  to  the  appropriate  HHS  offices  for 
review  pursuant  to  these  other  authorities.  .  .  .You 


"  Letter  from  Martin  Gerry  to  William  French  Smith,  Attorney 
General,  U.S.  Department  of  Justice  (June  4,  19S4)  (emphasis  in 
original);  letter  from  Martin  Gerry  to  Margaret  Heckler,  Secre- 
tary, U.S.  Department  of  Health  and  Human  Services  (June  4, 
19S4)  (emphasis  in  ori^nal)  (on  Hie  at  U.S.  Commission  on  Civil 
Rights). 

"  Letter  from  Betty  Lou  Dotson,  Director,  Ofiice  for  Civil 
Rights,  U.S.  Department  of  Health  and  Hun\an  Services,  to 
Martin  Gerry  (July  2,  19S4)  (date  of  June  29,  1984,  also  appears 
on  letter)  (on  file  at  U.S.  Commission  on  Civil  Rights). 
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can  be  siirc  all  appropriate  actions  within  our  le^al 
authority  will  be  taken."** 

On  July  3,  1984,  William  Bradford  Reynolds, 
Assistant  Attorney  General  of  the  Civil  Rights 
Division  of  the  Justice  Department,  responded  to 
Mr.  Gerry's  June  4  letter  to  Attorney  General 
Smith.  The  Justice  Department  letter  stated  that 
"(u)nder  federal  regulations,  this  Department's  role 
in  enforcing  section  504  does  not  ordinarily  com- 
mence until  the  Department  of  Health  and  Human 
Services  or  other  authorized  agency  has  referred  a 
matter  of  "violation  of  section  504  to  us  for  appropri- 
ate action."  Presumably  referring  to  the  May  30 
meeting,  Reynolds  said:  "In  response  to  my  recr:;( 
inquiry  on  the  status  of  such  an  investigation,  the 
Department  of  Health  and  Human  Services  advised 
that  it  was  in  the  process  of  convening  a  group  of 
experts  to  develop  an  investigative  plan  and  that  the 
activities  of  the  Center  were  in  the  interim  being 
appropriately  monitored."  However,  he  wrote,  in 
light  of  the  district  court  injunction,  "recent  judicial 
action  prevents  further  HHS  action  in  this  area  at 
this  time/' 

You  also  suggest  that  we  consider  criminal  prosecutions 
under  18  U.S.C  [§§]241  and  242.  Those  statutes  create  no 
independent  rights,  but  depend  on  proof  of  violation  of 
existing  federal  rights.  As  of  now,  the  court  decisions  on 
the  treatment  of  handicapped  infants  under  Section  504 
negate  any  federal  right  in  that  area.  Even  if  we  prevail  in 
our  position  that  S«;tion  504  protects  newborn  infants 
against  discrimination  based  on  handicap,  wc  r  ^Ueve  that 
addressing  th.r  issue  under  Section  504  would  be  more 
satisfactory  than  criminal  proceedings.*^ 

On  July  13,  1984,  Martin  Gerry  ag%in  wrote 
Secretary  Heckler  on  behalf  of  the  complainants, 
charging  that  "at  least  twelve  additional  disabled 
infants  [had]  been  ii  lawfully  denied  treatment  by 
the  same  facilities"  in  the  preceding  3  months.  He 
challenged  the  conclusion  that  action  by  the  Depart- 
ment under  section  504  was  precluded,  maintaining 
that  the  New  York  court's  injunction  need  not  be 
interpreted  to  preclude  investigation  of  a  complaint 

I<L  As  of  September  1988.  HHS  had  not  informed  the 
compUinants  of  any  Investigations  conducted,  action  taken,  or 
deteminations  made  with  regard  to  the  Oklahoma  complaint 
under  these  other  authorities.  Interview  with  Martin  Gerry  (Sept. 
13,  1988). 

Letter  from  Willitja  Bradford  Reynolds,  Assistant  Attorney 
General,  Civil  RighU  Division,  U.S.  Department  of  Justice,  to 
Martin  Gerry  (July  3,  1984)  (on  file  at  U.S.  Commission  on  Civil 
Rights). 

•*  Letter  from  Martin  Gerry  to  Margaret  Heckler,  Secretary, 
U.S.  Department  of  Health  and  Human  Services  (July  13.  1984) 
(on  file  at  U.S.  Commission  on  Civil  Rights). 
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related  to  Oklahoma."  Secretary  Heckles  replied  on 
October  11,  1984,  reaffirming  the  conclusion  of  the 
HHS  and  Justice  Departments  that  the  New  York 
ccurt*s  injunction  had  nationwide  effect  and  pre- 
cluded further  HHS  action." 

In  October  1985,  the  American  Civil  Liberties 
Union  and  the  National  Center  for  the  Medically 
Dependent  and  Disabled  (a  Legal  Services  Corpora- 
tion-funded national  support  center)  filed  suit  agamst 
a  nunaoer  of  physicians  at  Oklahoma  Children's 
Hospital.  The  suit  was  filed  on  behalf  o/  Sharon 
Johnson  (Cai-lton  Jchnson*s  mother),  C:arIton  John- 
son himself,  the  parent  of  another  child  wi;h 
disabilities  who  had  died  after  allegedly  being  denied 
lifesaving  treatment  at  Oklahoma  Children's  Hospi- 
tal, the  Spina  Bifida  Association  of  America,  and  the 
Association  for  Persons  with  Severe  Handi^ps." 

On  February  12,  1987,  several  Members  of 
Congres'i  wrote  HHS  Secretary  Otis  Bowen  to 
solicit  hvolvement  of  the  Department  in  the  case, 
which  w  )uld  include  an  HHS  request  for  Justice 
Departni^^nt  intervention.**  Central  to  the  letter  wiis 
an  argument  based  on  the  Supreme  Court's  decision 
in  Bowen  v.  American  Hospital  Association.*^  Bowen 
had  narrow«id  the  injunction  that,  as  entered  by  the 
lower  courts,  had  forbidden  HHS  to  investigate  any 
cases  involving  denial  of  treatment  to  newborn 
children  under  the  aegis  of  section  504.  Bowen 
prohibited  only  investigation  of  such  cases  where 
there  had  been  parental  consent  to  the  treatment 
withholding.  In  the  Johnson  case,  ^^he  plaintiffs 
alleged  that  decisions  to  deny  treatmejt  were  made 
by  hospital  personnel  without  legally  valid  parental 
consent.  However,  HHS  never  agreed  to  be  in- 
volved or  to  request  the  intervention  of  the  Justice 
Department. 

The  pattern  is  clear.  The  disability  rights  organi- 
zations and  Members  of  Congress  ultimately  fared 
no  better  with  regard  to  Oklahoma  Children's 
Hospital  than  did  the  Public  Health  Commitf  of 
the  Connecticut  State  Legislature  v.ith  regau  to 

"  Letter  from  Margarci  Heckler,  Sccrcliury,  U.S.  Department  of 
Health  and  Human  Services,  to  Martin  Gerry  (Oct.  li,  1984)  (m 
file  at  U.S.  Commission  on  Civil  Rights). 
"  Johnson  v,  Sullivan,  No.  CIV-85-2434A  O^.D.  Okla.  filed 
Oct.  3,  1985). 

^  Letter  from  U.S»  Reps.  Beau  Boulter,  Thomas  Bliley,  Bob 
Doman,  Chris  Smith,  Jack  Kemp,  Harold  Volkmer,  and  Henry 
Hyde  to  Otis  Bowen,  Secretary,  U.S.  Department  of  Health  and 
Human  Services  (Feb.  12,  1987). 

476  U.S.  610  (1986).  For  further  discussiort  of  this  case,  sec 
chap.  6  ard  text  accompanying  notes  108-135. 
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Yale-New  Haven  Hospital.  No  legal  action  was 
taken  to  stop  the  well-documented  denials  of  treat- 
ment 

In  both  instances,  official  complaints  were  docu- 
mented by  credible  and  derailed  information  strong- 
ly suggesting  violations  of  section  504.  In  both 
instances,  the  complaints  detailed  an  ongoing  pattern 
or  practice  that  suggested  that  lives  continued  to  be 
at  risk.  In  both  instances,  prompt  action  would  have 
allowed  investigations  and  compliance  action  to  be 
taken  before  there  was  any  judicial  bar.**  It  took  the 
Justice  Department  more  than  3  months  to  refer  the 
Connecticut  complaint  to  OCR;  it  took  OCR  more 
than  3  months  to  refer  it  to  its  regional  office  for 
investigation;  and  despite  a  pledge  to  complete  the 
investigation  in  approximately  3  months,  it  took  15 
mpnths— by  which  time  it  was  too  late.  It  took  OCR 
more  than  3  months  to  take  any  significant  action  on 
the  Oklahoma  complaint— and  when  it  did,  the 
action  was  to  substitute  informal  inquiries  for  the 
legally  required  investigation.  In  short,  confronted 
with  substantial  evidence  of  significant  and  ongoing 
denial  of  lifesaving  treatment  to  children  with 
disabilities,  evidence  that  suggested  an  ongoing 
tlireat  to  lives  in  both  States,  the  responsible  Federal 
agency  failed  to  act  with  the  vigor  and  dispatch 
incumbent  on  it  in  light  of  the  circumstances,  its 
legal  responsibilities,  and  its  publicly  stated  position. 

The  Child  Abuse  Amendments  of  1984 

The  second  major  Federal  role  in  enforcing  the 
rights  of  children  "wiih  disabilities  to  be  free  from 
medical  discrimination  came  with  the  effective  date 
of  the  Child  Abuse  Amendments  of  1984.  Beginning 
on  October  9,  1985,  and  continuing  through  the 


Courts  are  often  influenced  by  the  circumstances  of  precedent- 
setting  cases.  Beth  the  Bow^n  Supreme  Court  decision  and  the 
Second  Circuit  decision  in  University  Hospital  were  issued  by  a 
closely  divided  court.  Given  the  compellmg  and  sympathetic 
nature  of  the  facts,  if  litigation  had  been  initiated  in  either  the 
Connecticut  or  the  Oklahoma  cases,  it  is  at  least  possible  that  the 
decisions  ultimately  rendered  concerning  the  applicability  of  504 
rendered  by  the  courts  might  have  been  different. 
^  Set  chap.  10. 

"  42  U.S.CA.  §5103  note  (West  Supp.  1988).  In  comments 
submitted  on  a  draft  of  this  report,  reprinted  m  app.  E,  the  HHS 
Inspector  General  stated  that  it  was  "incorrect"  to  characterize 
the  two  studies  as  made  in  response  to  the  requirement  of  the 
Child  Abuse  Am^dments.  Letter  from  Richard  Kusserow, 
Inspector  Generai,  to  William  J.  Howard,  General  Counsel,  U.S. 
Commiss?on  on  Civil  Rights  1  (Oct  12,  1988).  However,  on  June 
8, 1988,  HHS  Secretary  Otis  Bowen  submitted  thc^  to  Congress 
with  a  document  entitled  "Report  to  the  Congress:  Implerrtenta- 
uon  of  the  Child  Abuse  Amendments  of  1984  Relating  to  the 


present,  the  National  Center  for  Child  Abuse  and 
Neglect  in  the  Office  of  Human  Development 
Services  at  HHS  has  had  the  responsibility  for 
enforcing  the  requirements  these  grants  impose  upon 
the  States. 

This  report  has  already  detailed  the  failure  of  a 
number  of  State  Child  Protective  Services  agency 
standards  and  procedures  to  meet  the  prerequisites 
for  Federal  funding  embodied  in  the  Child  Abuse 
Amendments  and  their  implementing  regulations. 
Nevertheless,  these  States  have  all  been  certified  by 
HHS  for  receipt  of  Federal  funds  under  the  Child 
Abuse  Prevention  and  Treatment  Act,  without 
being  advised  that  they  are  out  of  compliance  or 
being  given  any  deadline  to  bring  their  standards 
and  procedures  into  compliance.*^  The  Commission 
considers  this  a  significant  failing  on  the  part  <i 
HHS. 

In  1987  the  Oflice  of  Analysis  and  Inspections  of 
the  HHS  Office  of  Inspector  General  did  two  studies 
in  response  to  the  requirement  of  the  Child  Abuse 
Amendments  that  "[n]ot  later  than  October  1,  1987, 
the  Secretary  shall  submit  to  the  appropriate  Com- 
mittees of  the  Congress  a  detailed  report  on  the 
unplementation  and  the  effects  of  the  provisions  of 
this  part  and  the  amendments  made  by  it""  One 
study  focused  on  State  Child  Projection  Services' 
implementation  of  the  Child  Abuse  Amendments,*® 
while  the  other  dealt  with  hospital  review  commit- 
tees." Certain  portions  of  those  reports  evince  a 
disturbing  failure  on  the  part  of  the  Inspector 
General  personnel  involved  in  writing  them  either 
fully  to  understand  the  requirements  of  tlje  Child 
Abuse  Amendments  or  to  make  the  appropriate 

Protection  and  Care  of  Disabled  Infants  With  Life* Threatening 
Conditions*'  (on  file  at  U.S.  Commission  on  Civil  Rights).  That 
document  described  its  purpose  as  "to  provide  to  the  Confess,  as 
required  by  Section  126  of  Public  Law  98-457  C*^  Child  Abuse 
Amendments  of  1984).  a  detailed  report  on  the  implementation 
and  the  effects  of  the  provisions  of  this  legislation  disabled 
infants  with  life-threatening  conditions."  Id  at  i.  It  stated:  '*[T]he 
Department  .  .requested  an  inspection  by  the  Office  of  Inspector 
General  (OIG)  to  (a)  determine  state  compliance  with  these  new 
requirements,  and  (b)  review  hospitals*  use  of  the  Model  Guide- 
Imes  for  Infant  Care  Review  Committees.  This  study,  conducted 
in  FY  1987,  found  that  the  States  and  the  hospitals  are  complying 
with  tie  legislation/*  Id,  at  ii. 

Office  of  Inspector  General,  Department  of  Health  and 
Human  Services,  Survey  of  State  Baby  Doe  Programs  (1937) 
[hereinafter  State  A^,encies  OIG  Report]. 

Office  of  Inspector  General,  Department  of  Health  and 
Human  Services,  Infant  Care  Review  Committees  Under  the 
Baby  Doe  Program  (1987)  [hereinafter  Committees  OIG  Report]. 
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inquiries  to  determine  whether  they  are  being 
carried  out 

In  the  report  on  infant  care  review  committees, 
for  example,  the  Office  of  the  Inspector  General 
noted  that  of  the  **between  20  and  36  potential  Baby 
Doc  cases  since  the  Federal  regulations  went  into 
effect  in  October  1985"  considered  by  the  10 
committees  whose  activities  were  monitored,  only  3 
were  reported  to  state  CPS  agencies."  The  Office 
of  Inspector  General  did  not  review  the  facts  in 
these  unreported  cases  to  determine  whether  or  not 
they  met  the  standards  established  in  the  Child 
Abuse  Amendments.  It  is  hard  to  see  how,  without 
doing  this,  the  Department  could  accomplish  its  task 
of  ascertaining  whether  the  committees  are  fulfilling 
what  HHS  has  described  as  'the  role  of  the  ICRC 
[infant  care  review  committee]  to  review  the 
case.  .  .and  recommend  that  the  hospital  seek  CPS 
agency  involvement  when  necessary  to  assure  pro- 
tection for  the  infant  and  compliance  with  applicable 
legal  standards."" 

It  is  equaUy  disturbing  that,  apparently  as  a  typical 
exemplar  of  such  committees  generally,  the  OIG 
report  provides  a  detailed  description  of  the  "inter- 
locking Infant  Bioethical  Review  Committees.  .  .in 


Id,  at  9.  Sec  chap.  1 1,  text  accompanying  notes  73-77,  for  a 
discussion  of  the  provisions  of  the  Child  Abuse  Prevention  and 
Treatment  Act  that  require  all  "suspected*^  cases  o^withholding 
of  medically  indicated  treatment  be  reported,  not  merely  those  in 
which  i\  hospital  committee  finally  decides  that  such  has  m  fact 
occurred  or  is  about  to  occur.  The  lo'^pector  General's  report 
fails  to  comment  on  this  apparently  wides^^ead  noncompliance, 
and  HHS  has  neglected  to  take  any  action  to  inform  States  that 
toleratkm  of  such  illegal  failure  to  report  does  not  meet  their 
responsibilities  under  the  relevant  law. 
"  Child  Abuse  and  Neglect  Prevention  and  Treatment  Program, 
50  Fed.  Reg.  14»7S,  14880-81  (1985). 
"  Committees  OIG  Report,  supra,  note  70,  at  11-12.  The 
Committees  ^10  Ftrport  describes  the  principles  as  recognizing 
that  "[wjithholdin^  or  withdrawing  treatment  may  be  considered 
when  it  is  deemed  futile  and  would  merely  prolong  the  dying 
process  or  when  the  medical  treatment  imposes  a  burden  which 
lacks  compensating  benefits  for  the  Infant  If  such  a  decision  is 
made,  the  infant  and  the  family  are  cared  for  in  a  supportive  and 
dignified  manner.-  Id.  at  11.  C/  45  CF.R.  §  1340.15(bX2)  (1987). 
In  his  letter  commenting  upon  a  draft  of  this  report,  the  Inspector 
General  described  this  passage  as  ^^lisleading"  because  "[t]he 
purpose  of  this  portion  of  the  report  was  simply  to  serve  as  a 
reference  to  other  hospitals  considering  the  establishment  of 
similar  committees.*'  Letter  from  Richard  Kusserow,  Inspector 
Genera],  to  William  J.  Howard,  General  Counsel,  U.S.  Commis- 
sion on  Civil  Rights  2  (Oct  12,  1988).  But  that  is  precisely  what 
the  Commisdon  criticizes:  a  government  agency  suggesting  that  a 
committee  employing  prindples  out  of  compliance  with  the  law  is 
a  fit  reference  for  other  hospitals  that  might  establish  such 
committees. 
»♦  Sec  chap.  .11. 


four  affiliated  hospitals  which  make  up  the  Albert 
Einstein  College  of  Medicine  and  the  Montefiore 
Medical  Center  m  Bronx,  New  York,"  including  an 
account  of  the  ''set  of  principles  which  serve  as  the 
basis  for  making  decisions  involving  critically  ill 
infants,"  without  pointing  out  that  those  principles 
differ  from  the  treatment  standards  required  by  the 
Child  Abuse  Amendments." 

The  OIG  report  does  make  clear  that,  as  discussed 
in  some  detail  above,  most  of  the  committees 
surveyed  review  only  cases  in  which  there  is 
disagreement  among  health  care  personnel  or  be- 
tween them  and  family  members,  and  do  not  report 
to  CPS  agencies  \^  the  disagreement  can  be  re- 
solved—regard!'* r  all  the  OIG  report  shows,  of 
whether  the  agrc  ^  resolution  abides  by  or  violates 
the  treatment  principles  embodied  in  the  Child 
Abuse  Amendments.'*  In  light  of  these  significant 
indications  of  lack  of  compliance,"  i*^  is  disconcert- 
ing that  the  official  reaction  of  the  then  Acting 
Assistant  Secretary  for  Human  Development  Ser- 
vices was  that,  "Overall,  we  are  encouraged  by  the 
findings,  observations,  and  data  contained  in  these 
reports.  .  .  .The  findings  and  data  reported  do  not 
raise  serious  questions  or  issues  for  our  attention."" 

"  Facts  indicating  other  instances  of  incomplete  compliance  are 
included  in  the  report  on  State  agencies.  45  CF.R.  §  1340.15(cX3) 
(1986)  requires: 

The  programs  and/or  procedures  must  specify  that  the 
child  protective  services  system  will  promptly  contact  each 
health  care  facility  to  obtain  the  name,  U'Ue,  and  telephone 
number  of  the  individual(s)  designated  by  such  facility  for 
the  purpose  of  the  coordination,  consultation,  and  notifica- 
tion activities.    .,  and  will  at  least  annually  recontact  each 
health  care  facility  to  obtain  any  changes  in  the  designations. 
The  Agencies  OIG  report  discloses  that  as  of  March  1987,  five 
States  admitted  that  more  than  one-third  of  their  hospitals  with 
neonatal  'jitcnsive  care  units  or  obstetrical  units  had  not  designat- 
ed such  liai^ns,  13  States  admitted  that  some  number  of  such 
hospitals  (less  than  one-third)  had  not  done  so,  and  3  States 
admitted  that  they  did  not  know  how  many  had  done  so.  State 
agencies  OIG  Report  at  4,  supra,  note  69.  Furthermore,  only  28 
States  stated  that  they  updated  their  lists  of  liaisons  annually,  as 
required;  5  stated  they  update  "periodically  or  as  needed,"  while 
the  others  apparcnUy  failed  to  reply.  (The  Agencies  OIG  Report 
leaves  unclear  whether  some  of  the  28  States  did  not  receive 
Federal  funds,  and  thus  were  not  required  to  comply  with  the 
Child  Abuse  Amendments.)  Id 

^  Memorandum  from  Phillip  N.  Hawkes,  Acting  Assistant 
Secretary  for  Human  Development  Service,  HHS,  to  Richard  P. 
Kusserow,  Inspector  General,  HHS  (Sept.  11,  1987)  reprinted  in 
Committees  OIG  Report,  supra,  note  70  at  app.  E  at  1-2.  The 
Acting  Assistant  Secretary  did  not  express  concern  that  22 
percent  of  the  State  agencies  "respondeid  that,  because  of  the 
medical  and  ethical  issues  involved,  CPS  responsibility  for  Baby 
Doe  cases  is  not  appropriate.  We  will  consider  what  ppropriate 
action  HDS  [Office  of  Human  Development  Services]  might  take 
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However,  after  reviewing  a  draft  of  relevant 
portions  of  this  report,  Assistant  Secretary  Sydney 
Olson  commented: 

Wc  are  extremely  concerned  about  your  findings  which 
indicate  that  a  number  of  State  Child  Protective  Service 
(CPS)  r^encies  muy  fail  to  meet  the  requirements  for 
federal  funding  as  provided  for  in  45  C.F.R.  1340.15,  and 
your  statement  that  the  Department  of  Health  and  Human 
Services  has  incorrectly  certified  them  as  eligible.  The 
issues  you  raise  are  indeed  serious." 

The  letter  stated  that  "[blecause  of  the  informa- 
tion ^  mpiled  in  the  [Civil  Rights  Conunission  draft] 
report,"  the  HHS  Office  of  Human  Development 
Services  will  con  ene  a  staff  work  group  "to  review 
our  current  policies  and  instructions  to  detennine  if 
there  are  ways  m  which  we  can  impro/e  the 
administration  of  tne  Federal  program  and  the  use  of 
Federal  funds  to  accomplish  its  purposes**  and  "will 
review  the  eligibility  of  each  State  cited  in  your 
report,  paying  special  attention  to  those  areas  of 
concern  that  you  have  identified."'* 

to  further  clarify  and  reinforce  CPS  agency  responsibilities."  Id 
at  app.  £  at  2. 

"  Letter  from  Sydney  Olson,  Assistant  Secretary,  Office  of 
Human  Development  Services,  to  William  J.  Howard,  General 


Conclusion 

The  Commission  is  dismayed  at  the  extremely 
poor  performance  of  the  Department  of  Health  and 
Human  Services  in  fulfilling  its  responsibilities  to 
protect  children  with  disabilities  front  medical  dis- 
crimination, first  under  section  504  of  the  Rehabilita- 
tion Act  in  the  time  period  before  its  use  was 
enjoined,  and  currently  under  the  Child  Abuse 
Amendments  of  1984.  That  performance  requires 
substantial  improvement.  Although  the  Commission 
is  encouraged  by  steps  the  Office  of  Human  Devel- 
opment Services  now  states  it  will  take  in  response 
10  this  report,  it  is  too  soon  to  determine  whether 
they  will  result  in  the  very  significant  increase  in 
scrutiny  of  the  performance  of  recipient  State  child 
protective  services  agencies  that  is  essential  if  the 
Department  is  effectively  to  fulfill  its  responsibilities 
under  the  law. 


Counsel,  U.S.  Commission  on  Civil  Rights  1  (Oct.  31,  1988) 
(reprinted  in  app.  E  of  this  report). 
"  Id  at  2. 


141 


ERIC 


,50 


Caubptor  13 

The  Protection  and  Advocacy  System:  A 
Resource  for  Enforcement 


In  1975  Congress  established  structures  c  Jled 
Protection  and  Advocacy  Systems  (P&A),  orig>>  Jly 
attuned  specifically  to  the  need  to  ensure  vigorous 
advocacy  of  the  rights  of  persons  with  developmen- 
tal disabilities*^  The  Developmentally  Disabled 
Assistance  and  Bill  of  Rights  Act  required  that  each 
State  or  similar  jurisdiction  receiving  Federal  fund- 
ing for  persons  with  developmental  disabilities  estab- 
lish an  independent  system  with  "authority  to  pursue 
legale  administrative,  and  other  appropriate  remedies 
to  insure  the  protection  of  the  ri^ts  of  [persons  with 
developmental  disabilities]."' 

In  1984,  in  substantially  expanding  funding  for  the 
P&A  systems,  Congress  recognized  both  their  im- 
portance and  their  impressive  track  record.  The 
Senate  Conunittee  on  Labor  and  Human  Resources 
Report  noted: 

The  Committee  views  State  Protection  and  Advocacy 
Systems  (P&K's)  to  be  of  critical  importance  in  an 
expanding  ti/ort  by  ^he  Congress  to  assure  disabled 
persons.  .  .protection  of  their  rights  under  law.  .  .  .^£]ht 
P&A's  provide  an  invaluable  local  and  Uitc  available 
resource  to  developmentally  disabled^  people  which  is 
independent,  yet  knowledgeable  of  service  providers.  The 


>  The  law  currently  defines  **develrjpmental  disability"  to  mean: 
a  severe,  chrome  disability  of  a  person  which:- 

(A)  is  attiibutable  to  a  mcatal  or  physical  impairment  or 
combination  of  mental  and  physical  impairments; 

(B)  is  manifested  before  the  person  attains  age  twraty* 
two; 

(Q  is  likely  to  contmue  ixidefinitely; 

(D)  results  ir<  substantial  iimctional  limitations  in  three  or 
more  of  the  following  areas  of  nu^or  life  activity:  (i>  self- 
care,  Ci)  receptive  and  expressive  language,  (m)  learning, 
Civ),  mobility,  (v)  self-direction,  (vi)  capacity  for  indepen- 
dent  living,  and  (vii)  economic  i5elf-suinciency;.and  . 

(E)  reflects  the  person^s  need  for  a  combination  and 
sequence  of  special,  interdisciplinary,  or  generic  care, 
treatment,  or  other  services  which  are  of  lifelong  or 
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Committee  no  ^  favorably  the  testimony  provided  by  Dr. 
Jean  Elder,  Commissioner  of  the  Administration  on 
Developmental  Disabilities  that  "[i]n  FY  1982,  41  State 
P&A  systems  served  more  tha[nl  41,000  persons."* 

In  1986,  "[b]ecause  of  the  past  accomplishments  of 
the  Developmentally  Disabled  Protection  and  Ad- 
vocacy System  pDD  F&A]/*  Congress  chose  "to 
build  on  the  experience  of  the  existing  DD  P&A 
S'ystm  in  investigating  and  resolving  situations 
involving  abuse  and  neglect"*  of  persons  with 
mental  illness  by  adding  responsibility  for  advocacy 
for  this  population  to  the  P&As.»  In  fiscal  year  1987,, 
the  P&A  systems  were  appropriated  $15.5  million 
for  advocacy  on  behalf  of  persons  with  developmen- 
tal disabilities  and  $10.5  millicn  for  advocacy  on 
behalf  of  persons  with  mental  illness.*  With  these 
funds,  the  P&As  provided  advocacy  for  70,501 
persons  with  developmental  disabilities  (of  whom 
2,823  were  represented  in  the  context  of  medical 
and/or  mental  health  services)  and  for  9,758  persons 
with  mental  illness  (of  whom  1,2S4  were  represented 
in  the  context  of  alleged  neglect  in  the  provision  of 
medical/mental  health  treatment).^  These  figures  do 

extended  duration  and  are  individually  planned  and  coor- 
dinated. 

42  U.S.aA.  §6001(5)  (West  Supp.  1988). 
»  Fub.  L.  No.  94-103,  sec.  203,  §113,  89  Stat  486,  504  (1975) 
(current  version  at  42  L.S.CA.  §6042  (West  Supp.  1988)). 
»  S.  Rep.  No.  493, 98th  Cong.,  2d  Sess.  28,  reprinted  M J984  U.S. 
Code  Cong.  Sc  Adniin.  News  433^-,  4361; 

*  S.  Rep.  No.  109,  99th  Cong.,  Ut  Sess.  3,  8,  repn'nted  in  1986 
U.S.  Code  Cong.  &  Admin.  News  1361,  1363,  1368. 

»  Protection  and  Advocacy  for  Mentally  111  Individuals  Act  of 
1986,  Pub.  L.  No.  99-319,  100  Stat  478  (codified  at  42  U.S.C.A. 
§§10301  to  10851  (West  Supp.  1988)). 

•  National  Association  of  Protection  and  Advocacy  Systems, 
1987  Annual  Statistical  Report  2,  3  (1988). 

'  Id  at  5,  7,  13,  15. 
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not  include  the  more  than  160,000  individuals 
represented  in  class  action  suits  in  which  the  number 
is  known,  or  those  represented  in  class  action  suits  in 
which  the  number  is  not  known.* 

P&A  staff  consist  of  attorneys,  social  workers  and  other 
advocates  who  arc  capable  of  providing  a  full  range  of 
advocacy  services  including  tlie  ability  to  pursue  legal, 
administrative  and  other  appropriate  remedies  to  protect 
tL  ,:ghts  of  clients.  .  .  . 

P&A  activities  include:  (1)  investigating,  negotiating  or 
mediating  solutions  to  problems  expressed  by  persons  with 
developmental  disabilities,  persons  with  mental  illness  or 
clients  of  DVRs  [departments  cf  vocational  rehabilita- 
tion], their  familitt:  or  agency  representatives;  (2)  provid- 
ing technical  assistance  to  attorneys,  governmental  agen- 
cies and  service  providers;  (3)  providmg  legal  counsel  and 
litigation  services  to  persons  in  this  population  and  groups 
who  are  unable  to  attain  adequate  or  appropriate  le^ 
services  in  their  communities;  and  (4)  training  advocates, 
consumers,  volunteers,  professionals,  and  other  parties.* 

The  United  States  Conmiission  on  Civil  Rights 
thmks  that  the  P&A  system  affords  an  experienced 
and  appropriate  resource  to  remedy  discriminatory 
denial  of  medical  treatment,  food,  and  fluids  to 
people  with  disabilities.  It  is  clear  that  P&As 
currently  have  a  general  jurisdiction  that  encom- 
passes such  instances."  Indeed,  P&As  have  handled 
some  such  cases  in  the  past.  In  1983  the  Idaho 
agency,  Coalition  of  Advocates  for  the  Disabled, 
was  involved  in  the  highly  publicized  "Baby  Ash- 
ley'* case,  defending  the  right  of  a  child  bom  with 
hydranencephaly  to  receive  treatment."  In  1986  the 
Minnesota  agency,  the  Minnesota  Mental  Health 
Law  Project,  represented  hospital  residents  with 
treatment-related  concerns."  In  19t7  the  Mississippi 
agency,  Mississippi  P&A  System  for  DD,  Inc.,  was 
involved  in  a  case  concerning  refusal  by  a  medicare- 
medicaid  recipient  State  hospital  to  provide  iife- 
preserving  dialysis  treatment  to  an  individual  dually 
diagnosed  with  developmental  disabilities  and  men- 
tal illness."  But  the  P&A  system  has  not  been  called 
upon  for  the  bulk  of  enforcement  in  this  area.  In 
dealiag  with  denial  of  treatment  to  children  with 
disabilities  h\  1984,  for  example.  Congress  relied 
upon  the  State  child  protective  services  (CPS) 
agencies. 


•  J(L  at  5.  13. 

•  National  Association  of  Protection  and  Advocacy  Systems, 
1987  Annual  Statbtical  Report  3  (1988). 

"  See  42  U.S.CA.  §6042(aX2XA)&(B)  (West  Supp.  1988). 
"  Telephone  interview  with  Jim  Baugh,  Managing  Attorney, 
Coaiidon  of  Advocates  for  the  Disabled  (Dec.  1,  1988). 


For  reasons  detailed  below,  the  Commission 
believes  that  the  P&A  system  should  be  brought  into 
active  involvement  in  efforts  to  prevent  illegal 
denial  of  treatment  to  children  with  disabiUties.  In 
summary,  the  Commission  envisions  the  following 
new  approach: 

•  Prompt  reports  of  suspected  or  actual  cases  of 
withholding  of  medically  indicated  treatment 
would  still  be  required  to  go  to  CPS  agencies,  aim 
CPS  agencies  would  retain  f'-"  authority  and 
responsibility  to  investigate  them.  However,  the 
State  P&A  agency  would  be  '  led  by  the  CPS 
agency  as  soon  as  the  CPS  agency  received  any 
such  report.  The  P&A  would  have  access  to  the 
records  obtained  and  information  developed  by 
the  CPS  agency.  As  a  representative  of  the 
interests  of  the  child,  the  P&A  agency  would  have 
independent  authority,  similar  to  that  now  Leld  by 
the  CPS  agency,  to  obtain  medical  records  and  to 
obtain  a  court  order  for  an  independent  medical 
examination.  Further,  the  P&A  agency  would 
have  independent  standing  to  initiate  a  court 
proceeding  to  authorize  medical  treatment  for  the 
child,  in  addition  to  possessing  standing  to  appear 
on  behalf  of  the  child  in  any  court  proceeding  to 
authorize  medical  treatment  initiated  by  the  CPS 
agency. 

•  To  catch  cases  that  ai'e  not  being  reported  to 
the  CPS  agency,  any  hospital  that  uses  a  commit- 
tee to  review  a  ospective  mstance  of  withhold- 
ing of  treatment  from  a  person  with  a  disability 
would  be  required  to  notify  the  State  P&A  agency 
of  meetings  held  to  discuss  the  case.  The  P&A 
would  then  be  afforded  the  opportunity  to  exam- 
ine the  medical  records  and  discuss  the  situation 
with  physicians,  relatives,  and  the  committee.  If 
the  P&A  deemed  it  necessary,  it  could  obtain  a 
court  order  for  an  independent  medical  examina- 
tion. If  the  P&A  concluded  that  medically  mdicat- 
ed  treatment  would  be  withheld  illegally,  it  would 
have  the  standing  to  institute  a  court  proceeding 
to  require  that  it  be  provided. 

•  To  provide  a  deterrent  to  physicians  who  not 
only  might  fail  to  report  a  case  of  withholding  to 
the  State  CPS  agency  but  also  might  not  submit  it 
to  a  hospital  committee,  the  P&A  would  have 

"  National  Association  of  Protection  and  Advocacy  Systems. 

1986  Annual  Statistical  Report,  App.  Ill  at  4  (1988). 

"  National  Association  of  Protection  and  Advocacy  Systems, 

1987  Annual  Statistical  Report  18  (1988). 
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authority  to  conduct  retrospective  reviews  of  the 
medical  records  of  those  with  disabilities  who  die 
in  the  State.  If  instances  of  illegal  withholding  of 
medical  treatment  were  detected,  the  F6cA  could 
seek  appropriate  action  by  licensing  boards  or 
Federal  funding  sources;  in  extreme  curcum- 
stances,  it  could  institute  suits  for  injunctive  or 
monetarj'  reliefer  refer  cases  for  investigation  by 
prosecuting  attorneys. 

The  Commission  sees  several  advantages  to  in- 
volving the  P&A  systems  more  durectly  in  the 
enforcement  of  the  Child  Abuse  Amendments  of 
1934. 

First,  and  perhaps  most  important,  the  P&A 
system  has  far  more  specialized  experience  in  safe- 
guarding the  rights  of  persons  with  disabilities  than 
does  the  CPS  system.  Although  the  CPS  system 
deals  with  the  abuse  and  neglect  of  all  children,  most 
of  whom  are  not  disabled,  the  P&A  system  since  its 
inception  has  concentrated  on  protecting  the  rights 
of  persons  with  disabilities.  As  chapter  10  docu- 
ments, there  is  a  disturbing  tendency  among  CPS 
workers  to  evince  many  of  the  negative  attitudes  and 
pessimistic  views  concerning  people  with  disabilities 
that  are  prevalent  in  the  society  as  a  whole.  Because 
of  their  greater  experience  with  persons  with  disabil- 
ities, and  the  knowledge  and  sensitivity  they  have 
thereby  acquired,  it  is  only  natural  that  P&A 
workers  are  on  the  average  more  likely  than  CPS 
workers  to  be  vigorous,  effective,  and  reliable 
advocates  for  the  treatment  rights  of  those  with 
disabilities. 

Second,  the  P&A  system  is  less  likely  to  be 
affected  by  conflicts  of  interest  fhr^n  the  CPS  sy3;tem. 
CPS  agencies  are  integral  parts  of  the  State  bureau- 
cracy, compromising  then:  willingness  or  ability  to 
take  action  against  other  State  agencies,  such  as 
State  hospitals,  that  may  be  alleged  to  be  involved  in 
treatment  denial."  By  contrast,  the  P&A  system  is 
statutorily  independent  of  State  agencies.  The  Gov- 
ernor of  each  State  has  the  authority  to  designate  the 
P&A  agency  for  each  State."  However,  the  1984 
Developmental  Disabilities  Amendments  sought  to 
ensure  the  independence  of  the  system  by  requiring 
"assurances.  .  .that  the  agency  implementing  the 

"  See-chap.  10. 

"  National  Association  of  Protection  and  Advocacy  Systenu, 
1987  Annual  Statistical  Report  1  (1988). 
"  Developmental  Disabilities  Act  of  1984,  Pub.  L.  Na  98-527, 
sec.  2,  §142{aX5),  98  Stat.  2662.  2680  (codified  at  42  U.S.CA. 
§6042(aX5)  (West  Supp.  1988)). 

144 


ERIC 


system  will  not  be  redesignated  unless  there  is  good 
cause  for  the  redesignation  and  unless  notice  has 
been  given  of  the  intention  to  make  such  redesigna- 
tion to  persons  with  developmi;ntal  disabilities  or 
then:  representatives.""  The  Senate  Labor  and 
Human  Resources  Committee  Report  emphasized: 

The  Committee  is.  .  .concerned  that  any  change  in 
P&A  designation  within  any  jurisdiction  be  only  for  good 
ccuse.  Such  good  cause  docs  not,  in  the  Committee's  view, 
mean  aggressiveness— specifically  litigation  against  any 
agency  of  state  or  local  government— in  the  pursuit  of  the 
designee's  mandate  to  protect  persons  with  developmental 
disabilities.  .  .  .The  Committee  urges  the  Admmistration 
on  Developmental  Disabilities  [the  HHS  unit  in  charge  of 
supervising  the  developmental  disabilities  aspect  of  the 
P&As]  to  promulgate  regulations  and  to  careftilly  evaluate 
any  redesignation  request  to  assure  that  there  is  both  good 
cause  for  any  redesignation  request  and  that  notice  of  such 
request  has  been  provided  to  clients  and  client  groups 
within  the  jurisdictions  of  fhe  appointing  authority  prior  to 
the  request  being  submitted  to  the  Administration  on 
Developmental  Disabilities" 

Third,  since  CPS  agencies  rely  heavily  on  the 
medical  profession  as  the  major  source  of  reports  of 
"traditional"  child  abuse  and  neglect  with  which 
they  are  primarily  concerned,  they  are  often  reluc- 
tant to  jeopardize  that  working  relationship  by 
appearing  in  an  adversarial  relationship  in  the 
context  of  alleged  medical  neglect."  Unlike  the 
CPS  agencies,  the  P&A  agencies  have  no  special 
relationship  with  the  medical  profession  that  would 
impair  then:  ability  to  be  vigorous  advocates. 

Founh,  P&A  agencies  are  accountable  to  the 
populations  they  serve.  They  must  provide  an 
annual  opportunity  to  the  public  to  comment  on 
their  priorities  and  must  have  a  grievance  procedure 
"to  assure  that  persons  with  developmental  disabili- 
ties have  full  access  to  services  of  the  system."" 
This  provision  for  oversight,  not  present  in  most 
CPS  agencies,  is  an  important  check  on  the  danger 
of  relaxing  the  vigilance  and  vigor  Cooential  to 
effective  advocacy.  The  Developmental  Disabilities 
Assistance  and  Bill  of  Rights  Act  Amendments  of 
1987,»>  in  the  words  of  the  Senate  Labo::  and 
Human  Resources  Committee  Report,  added: 

"  S:  Rep.  No.  493. 98th  Cong..  2d  &»s,  29.  reprinted  in  1984  U.o. 
Code  Cong.  &  Admin.  Nevvs  4334.  4362. 
>•  See  chap.  10. 

»  42  U.S.C.A.  §6042(a)(2KC)&(D)  (West  Supp.  1988), 

^  Pub.  L.  No.  100-146.  101  Stat.  840  (codified  at  42  U.S  C  A. 

§§6000-6083  (West  Supp.  1988)). 
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several  provisions  designed  to  enhance  the  accountability 
of  the  protection  and  advocacy  systems  by:  ensuring 
particular  attention  be  paid  to  the  needs  of  Indians  and 
members  of  racial  and  ethnic  mmorities  who  are  develop- 
mentally  disabled;  requiring  the  establishment  of  grievance 
procedures;  and  by  providmg  the  public  with  an  opportu- 
nity to  make  public  commoit  on  the  priorities  established 
by  the  System.** 

In  the  view  of  the  Commission,  therefore,  it  is 
desirable  to  make  better  use  of  the  P&A  systems  to 
enforce  the  Child  Abuse  Amendments  of  1984  and 
section  504,  as  well  as  other  constitutional,  statutory, 
and  regulatory  provisions  protectmg  the  medical 
treatment  rights  of  persons  with  disabilities.  To  do 
r>o,  certam  tools  are  essential. 

First,  when  a  State  CPS  agency  receives  a  report 
sieging  the  withholding  of  medically  indicated 
treatment  from  someone  with  a  disability,  the  State 
P&A  should  immediately  be  notified.  At  present, 
there  is  no  provision  for  notification  of  the  P&A.  To 
enable  it  to  make  an  independent  assessment  and,  if 
deemed  necessary,  to  trff.e  independent  action  to 
protect  the  medical  treatment  rights  of  the  child,  the 
P&A  should  have  access  to  any  information  re- 
ceived or  developed  by  the  CPS  agency.  For  the 
s&me  reason,  it  should  be  given  the  authority  to 
investigate  the  allegation,  to  designate  medical  pro- 
fessionals to  review  the  medical  records,  and  if  need 
be,  to  secure  a  court  order  permitting  these  medical 
professionals  to  conduct  a  medical  examination.  It 
should  have  the  authority  to  represent  the  interests 
of  the  child  in  any  court  proceeding,  as  well  as 
independent  standing  to  bring  a  court  action  to 
enforce  the  child's  rights. 

Second,  access  to  medical  records  is  essential  not 
only  when  a  CPS  agency  has  received  a  report  of 
denial  of  treatment,  but  also  when  the  P&A  indepen- 
dently receives  a  report  Medicf  J  records  are  the  key 
source  in  evaluating  the  validity  of  allegations  of 
illegal  denial  of  treatment.  As  the  American  Bar 
Association's  Model  Procedures  note: 


Records,  if  properly  maintained,  are  the  most  objective 
data  available.  Interviews  by  themselves  may  be  mislead- 
mg,  if  persons  alter,  omit,  or  embellish  facts.  Also,  records 
may  reveal  contrary  views  expressed  by  nurses,  doctors 
and  others.  The  medical  records  should  provide  documen- 
tary evidence  of  the  course  of  the  patient's  medical 
evaluation,  treatment,  and  change  m  condition,  and  of 
communication  between  the  responsible  physician  and  any 
other  health  professional  contributing  to  the  patient's  care. 
The  infant's  medical  record  should  specifically  contain:  (1) 
identification  information;  (2)  evidence  of  appropriate 
informed  consent  or  mdication  of  why  it  is  abSsent  and 
what  is  bcmg  done  to  obtain  the  necessary  consent;  (3) 
patient's  medical  history;  (4)  report  <)f  patient's  physical 
examination;  (5)  diagnostic  and  therapeutic  orders;  (6) 
observations  of  patient  condition,  including  progress  notes 
and  nursing  notes;  (7)  report  of  all  procedures,  tests,  and 
their  results;  and  (8)  conclusions,  including  the  provisional 
diagnosis,  associated  diagnoses,  clinical  resume,  and  nec- 
ropsy reports." 

In  1984  Congress  amended  the  law  to  ensure  P&A 
agencies  access  to  the  records  of  institutionalized 
persons  with  developmental  disabilities  when  com- 
plaints from  or  on  their  behalf  had  been  received  by 
the  P&A  and  they  had  no  legal  guardian  other  than  a 
blanket  public  guardian.^  The  1986  legislation 
provided  for  access  to  the  records  of  persons  with 
mental  illness  under  a  more  detailed  but  essentially 
similar  standard,'^  and  a  correlative  provision  was 
inserted  into  the  developm^ental  disabilities  law  in 
1987.**  In  circumstances  m  which  denial  of  treat- 
ment to  children  (and  often  older  people)  with 
disabilities  is  in  contemplation,  however,  the  parents 
or  other  guardians  have,  typically,  nominally  con- 
sented to  the  treatment  denial.  It  is  essential.,  there- 
fore, that  in  such  cases  the  P&As  have  authority  to 
obtain  access  to  the  records,  with  appiopiiate 
assurances  of  confidentiality,  without  requiring  the 
consent  of  the  guardian. 

Third,  to  circumvent  the  documented  failure  of 
many  hospitals  to  report  suspected  instances  of 
witUiolding  of  medically  indicated  treatment  that 
come  before  their  infant  care  review  comraittees,'^ 
new  mechanisms  are  needed.  Any  health  care 


S.  Rep.  No.  113,  100th  Cong.,  Ist  Scss.  24,  reprinted  in  1987 
US.  Code  Cong.  &  Admin.  News  781,  803. 
«  Nicholson,  Horowitz  &  Parry,  Model  Procedures  for  Child 
Protective  Service  Agencies  Responding  to  Reports  of  Withholding 
Medically  Indicated  Treatment  From  Disabled  Infants  With  Life- 
Threatening  Conditions,  10  Mental  &  Physical  Disability  L.  Rep. 
220,  239  (1986)  (footnotes  omitted). 

»  Developmental  Disabilities  Act  of  1984,  Pub.  L.  No.  98-527, 
sec.  2,  §  142(aX2)(D),  98  Stat  2662, 2679  (codified  as  amended  at 
42  U.S.C.A.  §6042(aX2XO)  (West  Supp.  1988)).  See  also  S.  Rep. 


No.  493,  98th  Cong.,  2d  Sess.  30,  reprinted  in  1984  U.S.  Code 
Cong.  &  Admin.  News  4334,  4363. 

^  Protection  and  Advocacy  for  Mentally  Hi  Individuals  Act  of 
1986,  Pub.  L.  No.  99-319,  sec.  105(aX4)  100  Stat.  478,  480 
(codified  at  42  U.S.C.A  §  10805(aX4)  (West  Supp.  1988)). 

Developmental  Disabilities  Assuitance  and  Bill  of  Rights  Act 
Amendments  of  1987,  §301(aX3),  Pub.  L.  No.  100-146,  101  Stat 
840,  852  (codified  at  42  U.S.C.A.  §6042(aX2XG)  (West  Supp. 
1988)). 

See  chaps.  10  and  11. 
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facility  that  uses  such  a  committee  (or  any  other 
standing  or  ad  hoc  committee)*^  to  review  any 
prospective  instance  of  withholding  of  treatment 
from  a  person  with  a  disability  should  be  required  to 
notify  the  State  P&A  of  any  committee  meeting  to 
consider  such  a  case.  The  P&A  should  be  afforded 
the  opportunity  to  examine  the  medical  records  and 
discuss  the  situation  with  physicians,  relativeSi  and 
the  committee. 

Fears  that  such  a  notification  requirement  would 
lead  to  frequent  adversarial  confrontations  and 
vexatious  litigation  are  not  warranted  by  the  track 
record  of  the  P&As.  P&As  have  developed  a 
tradition  of  resolving  potential  violations  of  the 
rights  of  persons  with  disabilities  or  mental  illness 
without  litigation.  "These  Protection  and  Advocacy 
Systems  (P&As)  served  approximately  85,000  people 
m  1986,  and  have  been  successful  in  negotiating  97 
percent  of  their  cases  without  resort  to  litigation."^ 
Vigorous  rights  ad^'ocacy  does  not  invariably  re- 
quire adversary  courtroom  proceedings,  and  it  may 
well  be  that  the  rapid  involvement  of  the  P&A 
advocates  on  a  locd  level  while  decisionmaking  is 
still  in  process  and  positions  have  not  hardened  will 
avert  the  need  for  confrontation  in  many  instances. 

Unlike  most  CPS  agency  workers,  most  P&A 
workers  should  be  familiar  with  local  and  special- 
ized parent  support  groups,  sources  of  financial  and 
inkind  support  and  counseling,  which  can  be  shared 
v/ith  the  parents,  health  care  personnel,  and  internal 
hospital  ^mmittee.  (P&As  are  responsible  for  signif- 
icant information  and  referral  for  persons  with 
developmental  disabilities.** )  This  may  well  lead  to 
agreement  on  the  part  of  all  to  follow  a  course  of 
treatment  in  fuU  compliance  with  the  law.  In  this 
context,  the  language  of  the  1984  Senate  Committee 
report  is  particularly  appropriate:  'The  Committee 
commends  the  emphasis  by  P&A's  on  mediation 
and/or  administrative  remedies  while  at  th^  saine 

»  A  1985-1986  survey  of  hospitals  with  1,500  or  more  births 
annually  or  a  neonatal  intensive  care  unit  found  th£t  even  when 
no  ofHcial  committee  is:  designated: 

In  many  hospitah;  an  informal  group  structure  Is  used.  In 
6.7  percent  of  hospitals,  this  includes  physicians,  specialists, 
and  parents;  in  5.7  percent,  it  uicludes  a  group  of  profession- 
als in  the  hospital;  [and]  in  another  2.5  percent  of  the  cases  it 
includes  a  group  of  physicians.  .  .  . 
R.  Grecnstein,  S.  Hudd  &  G.  Fleming,  National  Collaborative 
Survey  of  Infant  Care  Review  Committees  in  United  States 
Hospitals  6  (1987).  See  also  University  of  Connecticut  Medical 
School/American  Academy  of  Pediatrics,  Project  Summary[,] 
Infant  Care  Review  Committees  in  United  States  Hospitals:  A 
National  Sur;ey  2  (1987). 
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time  recognizes  that  there  will  undoubtedly  be 
future  instances  where  litigatior.  is  the  necessary 
alternative  to  protect  disabled  persons'  rights."^® 

Fourth,  to  provide  both  a  mechanism  for  evaluat- 
ing compliance  an  a  deterrent  to  violations,  each 
State  P&A  should  have  .>trrospective  access  to  the 
medical  records  of  all  children  with  disabilities  who 
die.  Presumably,  in  most  States  oaly  a  random 
selection  would  be  routinely  reviewed  most  years. 
Howeveir,  authority  should  exist  to  review  confiden- 
tially as  many  as  the  P&A  deems  necessary. 

To  ensure  protection  of  the  rights  of  institutional- 
ized persons  with  developmental  disabilities, 
Congress  has  already  required  that  P&As  automati- 
cally  be  provided  annual  survey  reports  on  every 
intermediate  care  facility  for  people  with  mental 
retardation  in  their  States."  The  Commission 
considers  this  proposal  to  be  a  reasonable  extension 
of  that  precedent.  Requiring  notification  to  the  P&A 
whenever  an  infant  care  review  committee  convenes 
to  consider  a  "live"  case,  standing  alone,  will 
probably  ameliorate  the  widespread  failure  to  report 
by  health  care  facilities,  but  it  is  unlikely  to  cure  ic. 
Since  the  establishment  of  such  committees  is  volun- 
tary with  each  hospital,  it  will  have  no  effect  on 
those  facilities  without  them.  Beyond  this,  the  effect 
of  the  notification  requirement,  if  there  were  no 
retrospective  access,  might  be  to  drive  underground 
contemplated  withholding  of  treatment,  as  physi- 
cians seeking  to  avoid  outside  review  might  simply 
cease  to  use  the  formal  hospital  committees.  A 
knowledge  that  all  deaths  of  children  with  disabili- 
ties will  at  least  potentially  be  subject  to  retrospec- 
tive review  will  significantly  reduce  that  incentive. 

Fifth  and  finally,  the  Commission  agrees  with 
what  the  Senate  Committee  wrote  in  a  slightly 
different  context:  "Providing  the  resources  neces- 
sary to  match  the  mandate  of  the  P&A  systems  is 
essential  if  the  job  is  to  be  done.""  Appropriate 

»•  S.  Rep.  No.  113,  100th  Cong.,  1st  Sess.  10,  reprinted  in  1987 
U.S.  Code  Cong.  &  Admin.  News  781,  790.  See  also  S.  Rep.  No. 
493, 98th  Cong.,  2d  Sess.  28,  reprinted  in  1984  U.S.  Code  Cong.  & 
Admin.  News  4334,  4361  (98  percent  of  FY  1982  cases  resolved 
without  litigation). 

"  42  U.S.C.A.  §6042(aX2XA)(ii)  (West  Supp.  1988). 

S.  Rep.  No.  493, 9Sth  Cong.,  2d  Sess.  28,  reprinted  in  1984  U.S. 
Code  Cong.  &  Admin.  News  4334, 4361.  See  also  S.  Rep.  No.  1 13, 
100th  Cong.,  1st  Sess.  10,  reprinted  in  1987  U.S.  Code  Conf.  & 
Admin.  News  781,  790. 

"  42  U.S.C.A.  §6042(aX4)  (West  Supp.  1988). 

"  S.  Rep.  No.  493, 98th  Cong.,  2d  Sess.  29,  reprinted  m  1984  U.S. 

G)dc  Cong.  &  Admin.  News  4334,  4362. 
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additkMtal  funding  for  the  PAAs  will  be  needed  to  With  these  powers  and  resources,  the  P&A  system 

implement  these  new  req)onftibilitiei.  It  should  be  would  be  in  a  position  to  bring  about  what  the 

adequate  both  for  SUte4)y«^teimplenientatiM  C^onunission  believes  would  be  a  significant  im- 

fpr  lui^rttve  training  add  technical  atdstance,  provement  in  enforcement  of  the  medical  treatment 

including  reaources  for  the  rapid  evaluation  of  rights  of  persons*  especially  children*  with  disabili- 

medlcal  conditions*  ties* 
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Cbapter  14 

Findings  and  Recommendations 


The  United  States  Commission  on  Qvil  Rights 
has  undertaken  to  produce  this  report  mider  its 
statutory  mandate  to  "submit  reports  to  the 
Congress  and  the  President  ni  such  times  as  the 
Commiwion,  the  Congress  or  the  President  shall 
deem  deiirable/** 

Nearly  7  years  ago,  the  Nation's  attention  was 
captured  by  news  accounts  of  the  starvation  of 
Infant  Doe  in  Bloomington,  Indiana^.Details  of  that 
cas4  as  ^  of  o^er  cases  qI  wrongful 
denials  of  medical  treatment  for  children  bom  wilth 
disabilities  are  contained  in  this  report  The  report 
has  examined  and  found  serious  deficiencies  in  the 
implementation  of  the  Child  Abuse  Amendments  of 
1984  and  makes  recommendations  to  remedy  these 
deficiencies.  Furthermore,  this  report  provides  evi- 
dence that  was  unavailable  in  the  administrative 
record  and  that  would  have  been  useful  to  the 
Supreme  Court  in  .its  consideration  and  subsequent 
invalidation  of  the  Infant  Doe  regulations  at  issue  ia 
Bowen  v.  American  Hospital  Association. 

In  the  course  of  its  hearings  on  the  subject  matter 
of  this  report,  the  Commission  received  testimony 
from  a  wide  variety  of  individuals,  in«:luding  medi- 
cal specialists,  persons  with  disabilities,  ethicists, 
hospital  administrators,  Federal  ofRcials,  parents, 
academicians,  and  representatives  of  disability 
groups.  These  hearings  have  been  published  sepa- 
rately.^ Of  the  many  statements  the  Commission 
received,  however,  an  excerpt  from  the  testimony  of 
Robert  Williams,  deputy  director  of  the  Pratt  Moni- 
toring Program  of  the  D.C.  Association  for  Retard- 

»  42  U.S.CA  §1975c(c)  (Wcst-Supp.  1988). 

^  Pntectan  of  Handicapped  Newborns:  Hearing  Brfore  the  United 

States  Commission  on  CM  Rights  (1985)  (vol.  I)  &  (1986)  (vol.  II). 


ed  Citizens,  who  himself  has  a  physical  disability, 
perhaps  best  sums  up  the  essence  of  this  report: 

tT]he  way  to  secure  commitments  [to  improve  the  way 
people,  with  disabilities  are  treated  and  the  services  they 
receive]  is  not  .  .[to]  suggest  that  care  be  withheld  from 
newborn  infants  with  severe  disabilities  until  adequate 
funding  is  provided  to  help  themvobtain  their  nmTimiiTn 
developmental  potential.  What  benefit  can  result  from  this 
sti?^tcgy?  At  bttt  it  can  be  seen  as  an  extreme  example  of 
circular  reasoning.  At  worst  it  can  lead  to  the  most  vicious 
of  circles.  Appropriate  support  services  necessary  to  assisi; 
the  families  of  newborns  Nvith  severe  disabilities  to  love 
and  care  for  their  child  in  their  own  home  v^dll  not  be 
av^ilidble  as  long  as  we  devalue  the  Ufe  of  a  child  so  much 
that  it  becomes  acceptable  to  withhold  the  nost  ordinary 
care.* 

Based  on  its  hearings,  research,  and  this  report, 
thfi  Commission  adopts  the  following  findings  and 
reconmiendations: 

General  Findings 

1.  Surveys  of  health  care  personnel,  the  results 
of  investigative  reportmg,  the  testunony  of  people 
with  disabilities  and  their  relatives,  and  the  repeated- 
ly declared  views  of  physicians  set  forth  In  their 
professional  journals  dl  contbme  to  persuide  the 
Commission  of  the  likelihood  of  widespread  and 
continuing  denials  of  lifesaviug  treatment  to  children 
with  disabilities. 

2.  The  Commission  is  convinced  that  the  evi- 
dence supports  a  finding  that  discriminatory  denial 
of  medical  treatment,  food,  and  fluids  is  and  has  been 
a  significant  civil  rights  problem  for  infants  with 
disabiKues.  It  is  also  persuaded  that  the  ava»^able 

•  Protection  of  Handicapped  Newborns:  Hearing  Before  the  United 
States  Commission  on  Ciyil  Rights  272  (1986)  (vol.  II). 
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evidence  strongly  suggests  that  the  situation  has  not 
dramatically  changed  since  the  implementation  of 
the  Child  Abuse  Amendments  of  1984  on  October  1, 
1985. 

3.  The  grounds  typically  advanced  to  support 
denial  of  lifcsaving  ':aedical  treatment  or  food  and 
fluids  are  based  on  erroneous  judgments  concerning 
the  quality  of  life  of  a  person  with  a  disability  or  on 
social  judgments  that  such  a  person's  continued 
existence  will  impose  an  ''unacceptable"  burden  on 
his  or  her  family  or  on  tlie  Nation  as  a  whole.  These 
judgments  are  often  grounded  in  misinformation, 
inaccurate  stereotypes,  and  negative  attitudes  about 
people  with  disabilities. 

4.  Many  people,  including  members  of  the  medi- 
cal profession,  hold  negative  attitudes  about  life  with 
disability  that  affect  not  only  children  but  also  adultr 
with  disabilities.  Moreover,  direct  testimony  was 
provided  at  the  Commission  hearings  that  these 
attitudes  exist  and  that  discrimination  in  the  provi- 
sion of  lifcsaving  and  other  medical  treatment  occurs 
with  respect  to  adults  with  disabilities  as  well  as  in 
cases  involving  infants  and  children.  Further  fact- 
finding r  leeded  to  determine  the  extent  of  discrimi- 
natory denial  of  medically  indicated  treatment  in 
cases  involving  adults  with  disabilities. 

5.  There  is  evidence  that  in  many  instances  in 
which  lifcsaving  treatment  is  denied  to  children  with 
disabilities,  their  parents  are  only  nominally  making 
the  decision  to  withhold  the  tieatment.  In  practice 
the  doctors  are  often  the  prime  movers  in  denying 
the  treatment. 

6.  The  question  of  whether  children  with  disabil- 
ities should  be  denied  lifcsaving  treatment  has 
frequently  been  couched  in  popular  debate  as 
though  the  issue  were  the  wisdom  of  government 
intrusion  into  matters  of  parental  discretion.  In  fact, 
however,  for  decades  the  universally  accepted  law 
has  been  that  when  parents  make  treatment  decisions 
that  will  und*atably  lead  to  the  death  I  their 
nondisabled  children,  the  state  will  intervene  to 
ensure  the  children's  survival  by  mandating  provi- 
sion of  lifesaving  medical  ewe.  It  is  only  when  the 
children  have  disabilities  that  the  claim  of  parental 
autonomy  is  given  serious  sympathetic  consider- 
ation. Thus,  the  decisions  upholoi..^  putative  paren- 
tal decisions  to  deny  lifesaving  treatment  to  their 
children  with  disabilities  are  rooted  less  in  a  respect 
for  pareiiml  authority  than  in  a  bias  against  disabili- 
ty. 


7*  There  are  substantial  economic  costs  associ- 
ated with  some  forms  of  disability.  Many  costs, 
however,  are  less  a  function  of  the  disability  or  the 
severijLy  of  the  disability  than  of  a  policy  that  tends 
to  segregate  and  isolate,  at  enormous  public  cost, 
those  persons  considered  most  severely  disabled 
without  even  considering  the  aUemative  of  provid- 
ing social  and  economic  support  for  the  family.  The 
assumptions  irfluencing  denial  of  treatment  have 
often  been:  (1)  that  the  level  of  severity  of  disability 
is  the  rajor  determinant  of  lifetime  costs;  (2) 
consequently,  that  the  more  severely  disabled  a  child 
may  appear  to  be  at  birth  the  less  likely  it  is  that  the 
child  will  be  able  to  contribute  as  an  adult  to  his  or 
her  own  economic  sufficiency;  and  (3)  therefore,  the 
more  e'^penR've  it  will  be  to  meet  that  person's  basic 
needs.  Although  these  assumptions  rest  on  major 
fallacies,  reliance  on  them  has  resulted  in  a  self- 
fulfillinp  prophecy:  a  diagnosis  of  severe  disability  at 
birth  leads  to  placements  in  residential  and  nonwork 
environments  that  signiflcantly  limit  that  person's 
capability  and  entail  far  more  expense  than  neces- 
sary. The  ultimate  irony  occurs  when  the  expense 
that  is  the  consequence  of  the  original  unfounded 
and  stereotypical  assumption  becomes  a  basis  for 
ending  the  lives  of  persons  with  severe,  or  what  are 
thought  to  be  severe,  disabilities  shortly  after  they 
are  bom. 

8.  The  record  developed  during  the  Commis- 
sion's two  hearings  and  continuing  investigation 
demonstrates  that  there  is  a  grave  danger  to  the 
constitutional  rights  of  newborn  children  in  cases  in 
which  food,  water,  and  necessary  medical  care  are 
denied  on  the  basis  of  disability  and  predictions 
concerning  future  quality  of  life.  The  principle  of 
equal  protection  of  the  law  is  offended  when 
disability  is  the  basis  of  a  nontreatment  decision. 
Procedural  protections  for  the  interests  of  both  child 
and  parents  are  often  absent  completely  or  are 
woefully  madequate  to  the  task  of  sifting  the  facts. 

General  Recommendations 

1.  The  Commission  concludes  that  the  Congress 
and  the  President  should  address  the  very  real 
problems  faced  by  people  with  disabilities  and  their 
families.  The  President  should  take  the  lead  in 
fostering  the  development  of  a  climate  of  social 
acceptance  of  persons  with  disabilities  and  their 
families  by  speaking  publicly  on  the  issue.  The 
President  should  instruct  the  White  House  Council 
on  Domestic  Policy  to  review  the  adequacy,  as  well 
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as  the  coordination  and  d2velopment  of»  supportive 
services  intended  to  assist  such  families.  The  Presi- 
dent should  order  a  review  of  the  mechanhms 
designed  for  vigorous  enforcement  of  the  statutory 
rights  of  those  with  disabilities  to  accessible  and 
integrated  transportation,  housing,  education,  health 
care»  and  employment.  In  addition,  the  appropriate 
committees  of  the  Congress  should  schedule  hear- 
ings to  addrea^  these  questions. 

2«  In  considering  legislation  designed  to  prevent 
discrimination  agamst  persons  w;^h  disabilities. 
Congress  should  take  care  to  make  clear  that 
discrimination  m  the  course  of  rendering  medical 
treatment  is  precluded. 

3.  There  is  a  need  for  factfinding  activities  by 
the  Congress,  the  State  legislatures,  and  Federal, 
State,  ?^nd  local  agencies  charged  with  the  enforce- 
ment of  civil  rights  laws  and  medical  standards,  to 
determine  the  extent  to  which  adults  with  disabilities 
are  subjected  to  discrimination  in  the  provisich  of 
medical  care  Knd  treatment,  and  to  evaluate  what 
remedies  exist  or  are  needed  to  prevent  future 
discrimination  of  this  kind  from  taking  place.  In 
particular,  the  new  Secretary  of  Health  and  Human 
Services  should  dkect  the  Department  to  xmdertake 
such  a  study. 

Specific  Findings  Regarding  Support  for 
FamiUes  with  DisabiUties 

1.  The  period  surrounding  birth  is  a  tune  of 
considerable  stress  and  emotion,  and  for  nondisabled 
parents  the  birth  of  a  child  with  a  disability  typically 
comes  as  a  great  shock.  While  beset  by  traumatic 
feelings  of  depression,  grief,  anger,  and  guilt,  many 
such  parents  today  have  inadequate  accurate  infor- 
mation with  which  to  make  considered  evaluations 
concemii*:;  the  nature  of  life  with  a  disability  or  the 
consequenpes  for  a  family  that  includes  a  child  with 
a  disability. 

2.  One  of  the  principal  motivations  for  derial  of 
lifesaving  treatment  to  children  with  disabilities  is 
the  view  that  then*  continued  existence  will  create 
too  great  a  burden  for  then*  families.  There  is 
evidence  that  this  concern  has  led  to  concurrence  or 
acquiescence  in  the  death  or  elimination  of  these 
children. 

Specific  Recommendations  Regarding 
Support  for  Families  with  Disabilities 

1.  Congress  should  amend  the  Medicaid  Act  or 
other  appropriate  legislation  to  require  that  recipi- 
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ents  of  Federal  financial  assistance  for  medical 
services  provide  specific  information  on  support  and 
resources  to  parents  of  newborn  children  with 
disabilities.  This  should  include  information  on 
adoption  and,  when  necessary,  information  on  other 
supported  family  placement  with  resources  neces- 
sary to  care  for  the  ch'W. 

2.  Congress  should  amend  the  Medicaid  Act  or 
other  appropriate  legislation  to  lower  the  t  Jjusted 
gross  income  ceiUng  that  a  family  must  spend  on 
disability-related  medical  expenses  before  the  family 
member  with  a  disability  becomes  medicaid  eligible. 

Specific  Findings  Regarding  Section  504 
of  the  Rehabilitation  fict  of  1973 

1.  The  hearings  and  research  conducted  by  the 
Commission,  and  the  findings  based  on  them,  espe- 
cially General  Finding  5,  supply  a  factual  record 
that  was  absent  in  1986  when  the  United  States 
Supreme  Court  decided  Bowen  v.  American  Hospital 
Associatioru  striking  down  regulations  intended  to 
assist  enforcement  of  section  504  in  the  context  of 
discriminatory  denial  of  treatment  to  children  with 
disabilities. 

2.  A  central  problem  with  the  Bowen  plurality 
opinion  is  thatit  suggests  that  section  504  puts  no 
constraints  on  a  recipient  of  Federal  financial  assis- 
tance responsible  for  the  discriminatory  denial  of 
treatment  to  a  person  with  a  disability,  if  the  denial  is 
authorized  by  a  nonrecipient  such  as  a  parent  who, 
as  a  surrogate  decisionmaker  for  a  child  with  a 
disability,  normally  has  the  legal  authority  to  pro- 
vide or  withhold  consent  for  the  child's  medical 
treatment. 

3.  The  Commission's  findings  suggest  that  par- 
ents who  authorize  denial  of  treatment  tc  then- 
children  with  disabilities  are  frequently  substantially 
influenced  in  that  decision  by  the  views  of  their 
childrens*  physicians  and  other  health  care  persomiel 
who  frequently  display  inadequate  awareness  of  tlic 
potential  of  these  children. 

4.  In  cases  in  which  decisions  nominally  made 
by  parents  to  deny  treatment  to  children  with 
disabilities  are  in  fact  generated  by  health  care 
personnel,  health  care  providers  who  do  not  provide 
lifesaving  medical  treatment  to  children  with  disabil- 
ities that  would  be  provided  were  it  not  for  the 
disabilities  should  be  held  to  violate  section  504 
despite  parental  acquiescence  in  the  treatment  deni- 
al. 
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5.  The  logic  of  the  Bowen  plurality  opinion 
applies  equally  to  authorizations  for  denial  of  treat- 
ment by  other  nonrecipient  surrogate  decisionmak- 
ers, such  as  a  guardian  for  a  pen-^n  with  a  disability 
who  is  not  competent  to  make    .iith  care  decisions. 

6.  The  position  taken  by  the  plurality  thus  puts 
at  risk-Bot  orly  children,  but  also  older  people  with 
disabilities.  In  the  view  of  the  Commission,  a 
rcdpicnt  of  Federal  financial  assistance  should  not 
be  able  to  escape  the  requirements  of  section  504 
simply  by  persuading  or  encouraging  a  nonrecipient 
to  authorize  what,  but  for  the  nonrecipienfs  in- 
'  olvcment,  would  be  prohibited  discrimination.  A 
recipient's  substantial  involvement  in  a  nonrccipenfs 
discriminatory  practices  should  be  held  to  violate 
section  504. 

?•  The  Commission's  reading  of  the  legislative 
history  and  plain  meaning  of  section  504  of  the 
Rehabilitation  Act  of  1973  persuade  it  that  the 
provision  does  cover  discriminatory  denial  of  medi- 
cal treatment  to  people  with  disabilities. 

8.  The  Commission  concludes  that  passage  of 
the  Civil  Rights  Restoration  Ac*  establishes  that  a 
hospital's  practice  of  reporting  to  State  agencies 
instances  in  which  parents  withhold  c\.ii&cnt  for 
provision  of  lifesaving  treatment  to  their  children  is 
covered  by  section  504.  The  act  defmcs  section  504's 
coverage  to,  include  "all  of  the  operations  of.  .  .an 
entire  corporation,  partnership,  or  other  private 
organization.  .  .which  is  principally  engaged:  in  the 
business  of  providing.  .  .healtfi  care.  .  .  If  a 
hospital  ev^gagcs  in  reporting  cases  of  ^iiedical 
neglect  to  the  State  child  protective  services  agency, 
that  practice  of  reporting  is  among  the  operations  of 
a  corporation  that  principally  provides  health  care. 
Therefore,  if  any  part  of  the  hospital  receives 
medicaid  or  medicaie,  discrimination  in  reporting 
based  on  handicap  (such  as  a  practice  of  reporting 
instances  in  which  religiously  motivated  parents 
refuse  consent  for  lifisaving  treatment  for  nondisa- 
bled  children  to  the  authorities,  but  failing  to  report 
instances  in  which  parents  refuse  consent  for  lifesav- 
ing treatment  for  children  with  disabilities)  violates 
section  504. 

9.  During  the  period  in  which  enforcement  of 
section  504  in  this  context  was  not  yet  enjoined,  the 
performance  of  the  Office  for  Civil  Rights  of  the 
Department  of  Health  and  Human  Services  in 
implementmg  it  was  poor.  Confronted  with  substan- 
tial evidence  of  significant  and  ongoing  denial  of 
lifesaving  tre^ionent  to  children  with  disabilities. 
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evidence  that  suggested  an  ongoing  threat  to  lives  in 
two  States,  the  responsible  Federal  agency  failed  to 
act  with  the  vigor  and  dispatch  incumbent  on  it  in 
light  of  the  circumstances,  its  legal  responsibilities, 
and  its  publicly  ^^tated  position. 

Specific  Recommendations  Regarding 
Section  504  of  the  Rehabilitation  Act  of 
1973 

1.  In  light  of  the  record  develop^  by  this 
Commission,  and  in  light  of  the  advantages  of 
section  504  for  addressing  denials  of  treatment,  the 
Commission  recommends  that  the  Executive  branch 
give  careful  consideration  to  resuming  investigation 
of  allegations  that  children  witli  disabilities  are 
discriminatorily  denied  medical  treatment  based  on 
handicap  and  initiate  enforcement  of  section  504  in 
cases  in  which  the  allegations  are  found  to  be 
justified. 

2.  Congress  should  amend  the  Child  Abuse 
Prevention  and  Treatment  Act  or  other  appropriate 
legislation  to  make  clear  that  withholding  of  medi- 
cally indicated  treatment,  as  defined  in  the  Child 
Abuse  Amendments  of  1984,  constitutes  denial  of 
the  benefits  of  health  care  services  for  purposes  of 
Title  VI  and  section  504. 

Specific  Findings  Regarding  the  Child 
Abuse  Amendments  of  1984 

1.  The  Child  Abuse  Amendments  of  1984,  the 
product  of  considerable  debate  and  negotiation,  set 
out  a  detailed  and,  for  the  most  part,  unambiguous 
but  nuanced  standard  of  care  which  States  that 
receive  Federal  funds  for  their  child  abuse  and 
neg'ect  programs  must  enforce  among  health  care 
facilities.  If  adequately  enforced,  the  law  would 
provide  strong  protection  for  many  children  with 
disabilities  against  denial  of  lifesaving  treatment. 

2.  Parents  engaged  in  life  and  death  decisions  for 
their  children  are  heavily  dependent  on  the  good 
faith  of,  and  accurate  information  provided  by,  (host 
advising  them.  Because  advisors  may  ^e  ignorant  or 
prejudic  d  about  persons  with  disabilities,  there  is  a 
need  for  the  esUblishment  of  a  broadly  based 
advisory  process  that  includes  members  of  the  local 
protection  and  advocacy  system  (P&As)  and  others 
with  expertise  i  disability  and  rehabilitation.  Estab- 
lishment of  a  structured  care  review  process  or 
committee  vwU  ensure  that  the  decision  made  is  in 
compliance  with  the  standards  set  forth  in  the  Child 
Abust  Amendments,  provided  that  any  participant 
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m  the  advisory  process  who  is  concerned  with  the 
well-being  of  the  chUd  has  standing  to  invoke  the 
remedies  that  are  otherwise  available  under  State 
law  and  the  Child  Abuse  Amendments  for  deding 
with  child  neglect 

3.  Maay'State  c'^'Jd  protective  services  agencies 
rely  heavily  ui>C)a  simbers  of  tl'  ^  medical  profession 
for  information  and  assistaice  concerning  cases  of 
parental  child  abuse.  This  close  working  relationship 
has  also  led  to  heavy  fiance  by  many  State  child 
protective  services  agencies  on  the  very  mediccl 
care  facilities  and  personnel  whose  actons,  advice, 
or  neglect  arc  at  issue  in  cases  of  suspected  medical 
care  discrimination.  Taken  together,  such  close 
working  relationships  among  State  child  protective 
services  agencies  and  members  of  the  medical 
profession  has  resulted  in  the  substantial  failure  of 
many  such  agencies  to  enforce  effectively  the  Child 
Abuse  Amendments  of  1984. 

4.  It  is  questionable  whether  most  ho£?ital-based 
ethics  or  infant  care  review  committees  are  con- 
structed in  a  manner  that  makes  them  likely  to 
conduct  searching  scrutiny  of  proposed  deniaio*  of 
treatment  They  reprssent  an  approach  that  relifs 
essentially  upon  the  internal  self-regulation  of  the 
health  care  community.  Few  committees  include 
rcpn^tatives  of  disability  rights  groups;  the  major- 
ity convene  oEiy  to  deal  witli  disagreements  rather 
than  attempting  to  scrutinize  ^iost  denial  of  treat- 
ment decisions  to  see  whether  v^ey  comply  with  the 
law.  Instead  of  strictly  applymg  the  Child  Abuse 
Amendment  standards,  many  appear  in  practice  to 
use  more  ambiguous  criteria  that  include  consider- 
ation of  the  projected  "quality  of  life"  of  the  child 
with  a  disability.  Taking  note  of  the  great  propensity 
by  many  in  the  medical  profession  to  disagree  with 
the  treatment  standards  in  the  Child  Abuse  Amend- 
ments and  of  f  e  available  evidence  concerning  the 
functioning  to  date  of  hospital-based  ethics  or  infant 
care  review  committees,  the  Commiosion  is  persuad- 
ed that  they  cannot  be  relied  upon  alone  to  ensure 
that  children  with  disabilities  are  accorded  the 
lifcsaving  treatment  that  is  their  right  by  law. 

5.  The  Commission  is  dismayed  at  the  poor 
performance  of  the  Office  of  Human  Development 
Services  of  the  Department  of  Health  and  Human 
Services  in  fulfilling  its  responsibility  to  ensure  that 
State  child  protective  services  agencies  receiving 
funds  under  the  Child  Abuse  Prevention  and  Treat- 
ment Act  comply  with  tb.e  Child  Abuse  Amend- 
ments of  1984  so  as  to  protect  children  with 
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disabilities  from  illegal  discrimination  in  the  provi- 
sion  of  medical  care.  That  perfonnance  requires 
substantial  improvement  Although  the  Commission 
is  encouraged  by  steps  the  Office  of  Human  Devel- 
opment Services  now  states  it  will  take  in  resp^^nse 
to  this  report,  it  is  too  soon  to  determme  wl^ Jier 
they  will  result  in  the  very  significaut  increase  in 
scrutiny  of  the  performaiice  of  recipient  State 
agencies  that  is  essential  if  the  Departn;"->t  is 
effectively  to  fulfill  its  responsibilities  under  the  law. 

Specific  Recommendations  Regarcung  the 
Child  Abuse  Amendments  of  1984 

1.  Because  funds  available  under  the  Child 
Abuse  Prevention  and  Treatment  Act  are  a^p^ently 
not  sufficient  to  induce  all  jurisdictions  t  omply 
with  the  Child  Abuse  Amendments  in  .der  to 
qualify  for  them,  compliance  with  the  Child  Abuse 
Amendments  should  be  made  an  additional  require- 
ment for  State  eligibility  for  participation  in  medi- 
caid, so  that  the  protections  they  afford  will  be  made 
available  to  all  children  with  disabilities  in  the 
United  States. 

2.  Congress  should  amend  the  Child  Abuse 
Prevention  and  Treatment  Act  or  other  appropriate 
legislation  to  establish  a  mechanism  to  improve 
reporting  of  cases  of  suspected  withholding  of 
medi-^ally  indicated  treatment  by  requiring  that  any 

^ital  that  uses  a  committee  to  review  a  prospcc- 
u  ;  mstance  of  withholdmg  of  trd  Jment  from  a 
person  with  a  disability  is  required  to  notify  the 
State  protection  and  advocacy  (P&A)  agency  of 
meetings  held  to  discuss  the  case.  The  P&A  agency 
should  then  be  afforded  the  opportunity  to  eAsmme 
the  medical  records  and  discuss  the  <  ituation  y,iih 
physicians,  relatives,  and  the  committee.  It  should 
have  authority  to  obtam  a  court  ordei  for  an 
indepeiident  medical  exanunation,  and  if  it  concludes 
that  medically  indicated  treatment  would  otherwise 
be  withheld  illegally,  it  should  have  die  standing  to 
institute  a  court  proceeding  to  require  that  it  be 
provided. 

3.  Hospitals  without  a  specialized  advisory  pro- 
cess for  dealing  with  the  special  nec^JL  of  parents  for 
infonnation  on  disability  and  rehabilitation  should  be 
required  to  establish  a  process  in  accordance  with 
the  provisions  of  the  Child  Abuse  Apiendments  and 
the  recommendation  made  above.  N 

4.  Representatives  of  the  local  ;f^otection  and 
advocacy  system  should  be  includeS^li^ihe  advisory 
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process,  both  as  advocates  for  the  chfld's  interests 
and  as  a  resource  for  the  information  of  the  parent^'. 

5.  Congress  should  amend  section  504  and  the 
Child  Abuse  Amendments  to  require  the  establish- 
ment of  such  a  care  review  process  or  committee 
within  treatment  facilities  across  the  country. 

6.  Should  any  participant  in  a  care  review 
advisory  process  not  be  satisfied  that  the  outcome  of 
the  process  is  in  compliance  with  the  standards  set 
forth  in  the  Child  Abuse  Amendments,  that  person 
should  have  standmg  to  invoke  such  remedies, 
judicial  or  otherwise,  that  are  available  under  State 
law  for  dealing  with  child  neglect. 

7.  When  a  State  child  protective  services  agency 
(CPS)  receives  a  report  of  suspected  withholding  of 
medically  indicated  treatment  under  the  Child 
Abuse  iWendments,  it  should  be  required  promptly 
to  notify  the  State  F&A  agency  and  to  provide  it 
access  to  the  records  obtained  and  information 
developed  by  the  CPS  agency.  As  a  representative 
of  the  interests  of  the  child,  the  P&A  agency  should 
have  independent  authority,  similar  to  that  now  held 
by  the  CPS  agency,  to  obtain  medical  records,  to 
obtain  a  court  order  for  an  independent  medical 
examination,  to  appear  on  behalf  of  the  child  in  any 
court  proceeding  to  authorize  medical  treatment 
initiated  by  the  CPS  agency.  The  P&A  agency 
should  also  have  independent  standing  to  initiate  a 


court  proceeding  to  authorize  medical  treatment  for 
the  child. 

8.  To  create  a  deterren*  to  physicians  who  not 
only  might  fail  to  report  a  case  of  withholding  to  the 
State  CPS  agency  but  also  might  not  submit  it  to  a 
hospital  committee,  the  P&A  agency  should  be 
given  authority  to  conduct  retrospective  reviews  of 
the  medical  records  of  those  with  disabilities  who 
die  in  the  State.  If  instances  of  illegal  withholding  of 
medical  treatment  are  detected,  the  P&A  agency 
should  be  able  to  seek  appropriate  action  by  licens- 
ing boards  or  Federal  funding  sources  and,  in 
extreme  cases,  to  institute  suits  for  injunctive  or 
monetary  relief  or  refer  cases  for  investigation  by 
prosecutmg  attorneys. 

9.  Congress  should  afford  P&A  agencies  appro- 
priate financial  and  backup  assistance  to  enable  them 
to  fulfill  these  roles  capably. 

10.  The  Office  of  Human  Development  Services 
in  the  Department  of  Health  and  Human  Services 
should  take  corrective  measures  to  ensure  more 
rigorous  scrutiny  of  State  plans  submitted  for  fund- 
ing under  the  Child  Abuse  Prevention  and  Treat- 
ment Act  to  remedy  the  current  widespread  failure 
of  State  child  protective  services  agencies  to  comply 
with  the  requkements  of  the  Child  Abuse  Amend- 
ments of  1984. 
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A  Dissenting  View  on  the  Report  Medical 
Discrip^mation  Against  Children  with 
Disabilities 

By  Willia    B.  Allen,  Chairman 


When  the  final  draft  of  this  report  was  presented 
(anJ  approved)  by  the  Commission  in  January  of  this 
year,  it  did  not  contain  any  information  whatever  as 
to  the  rate  of  incidence  of  medical  neglect  of 
handicapped  newborns.  Nor  did  it  include  even  raw 
numbers  of  the  total  births  and  deaths  of  severely 
afflicted  infants  in  the  United  States.  When  I 
inquired,  therefore,  as  to  the  dimensions  of  the 
problem,  no  one  who  had  assumed  responsibility  for 
the  preparation  of  the  report  could  respond  to  me.  I 
found  this  extraordinary,  to  say  the  least,  and  utterly 
unacceptable,  to  be  candid.  For  that  reason,  among 
others,  I  voted  not  to  approve  the  report* 

*  That  is  to  say,  I  abst^ed.  I  did  not  vote  against  the  report,  but 
neither  did  I  vute  to  approve.  Indeed,  I  spoke  expressly  in 
cHticisni  of  it.  Mr.  Destro  finds  this  expression  troublesome, 
despite  the  fact  that  the  sentence,  "I  voted  not  to  approve.  .  .'*  is 
exactly  the  grammatical  equivalent  of  the  sentence,  **I  did  not 
vote  to  approve.  .  The  point,  of  course,  is  that  in  the  face  of 
tremendous  pressure,  I  do  not  palliate  the  significance  of  my  vote 
by  hiding  behind  technicalities.  Rather,  I  candidly  own  that  I 
voted  not  to  approve,  and  would  do  so  agmn  uu  the  record 
established  here. 

At  his  footnote  9  Mr.  Destro  worries  not  only  about  the  grammar 
In  my  dissent  but  about  my  actual  conduct  in  voting.  To  satisfy 
his  curiosity  in  this  regard,  I  now  append  to  this  dissent  the  full 
text  I  issued  at  the  time  I  voted  to  abstain,  entering  an  elision 
covering  ihe  mater^  reproduced  in  the  dissent  (appendix  1). 
Suffice  it  to  say  that  Mr.  Destro's  litmus,  the  Commission's 
**apprcach  to  the  issue  of  medical  care  discrimination,"  falls  wide 
of  the  mcric  of  my  observations.  The  question  is  not,  or  should  not 
be  a  question  of  approach.  It  should  be  a  question  of  actual 
contribution  toward  safegimding  vulnerable  Hves  and  rights.  I 
indicated  at  the  Commission  d^te,  and  now  reaffirm,  my  belief 
that  the  Commission's  "approach,**  far  ^  from  protecting  handi* 
capped  newborns,  can  only  eventuate  in  making  it  more  difficult 
to  prptect  them. 

The  ^brtest  path  to  the  defense  of  handicapped  newborns  would 
be,  not  to  carve  out  ever  new  exceptions  to  kgal  standards 
crafted  over  centuries,  but  rather  to  assure  Immediately  the  full 
range  of  protections  to  which  persons  arc  otherwise  entitled.  That 
would  mean  not  new  laws  but  confirmed  enforcement  of  laws 


Since  the  Commission's  final  vote  on  the  report, 
an  appendix  A  has  been  added,  reducing  statistics 
from  the  Center  for  Disease  Control  from  1983  and 
partially  responding  to  my  inquiry.  Nevertheless, 
those  statistics  do  not  accomplish  all  that  I  sought. 
In  the  first  place,  they  provide  no  indication  of  what 
has  occurred  within  the  medical  profession  since  the 
period  of  great  concern  about  **Baby  Doe*'  cases  and 
since  the  enactment  of  the  Child  Abuse  Amend- 
ments of  1984,*  That  is,  they*  say  nothing  about  the 
dimensions  of  the  problem  during  the  very  years 
when  this  report  was  being  prepared  at  a  cost  of  half 
a  million  dollars!  Secondly,  no  comparative  analysis 

against  homicide  and  entailing  every  ordinary  gradation  and 
distinction  admitted  in  such  cases.  That  is  the  import  of  my 
repeated— but  still  ignored— insistence,  that  handicapped  new- 
boms  have  the  same  rights  all  other  persons  enjoy— none  more 
and  none  less. 

»  At  page  208  Mr.  Destro  falsely  characterizes  my  concern  to 
know  the  facts  as  an  attempt  to  get  hard  numbers  on  who 
committed  what  crimes.  What  I  asked  for,  and  I  repeat,  was 
simply  a  number  indicating  the  incidence  of  handicap^)ed  new- 
boms  and  a  number  of  the  deaths  within  that  class.  Mr.  Destro 
fmds  it  "incomprehensible*  that  anyone  should  seek  such  informa- 
tion. I  am  comforted,  however,  that  staff  was  able  to  provide  just 
that  (though  without  comment)  in  the  report's  appendix  A,  and  I 
am  still  more  confirmed  in  my  crerJulity  by  the  fact  that  the 
Inspector  General's  1987  reports  from  the  Department  of  Health 
and  Human  Services  make  a  fine  rrfTort  in  that  direction. 
What  I  fmd  "incomprehensible"  is  that  our  staff  and  the 
subcommittee  read  and  commented  on  the  HHS  rqx)rts,  but 
nowhere  attempted  to  come  to  terms  with  these  numbers.  That 
the  reader  may  not  suffer  from  the  omission,  I  add  those  brief 
reports  as  appendices  to  this  statement  ( 2  and  3).  Let  the  readera 
judge  what  the  so<ailed  "hard"  evidence  suggests,  and  I  will  be 
surprised  if  they  come  to  any  conclusion  other  than  that  the  effort 
expended  to  "justify"  a  defective  report  could  well  have 
produced  a  better  one  if  well  directed— directed,  vhat  is,  towards 
the  report's  own  announced  purpose:  "to  determine  the  nature 
and  extent  of  the  practice  of  withholding  medical  treatment 
nourishment  from  handicapped  infants."  (Report,  1.1) 
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is  provided  of  the  various  figures,  and  particularly 
those  toudiing  upon  the  three  conditions  most 
feequently  adduced  in  this  report.  According  to  the 
1983,  and  thus  prereform  figures,  there  were  3,093 
live  births  with  Down  syndrome,  of  whom  84  died 
of  the  condition.  There  were  1,747  spina  bifida 
births,  of  whom  95  succumbed.  And  there  were 
3,238  cases  of  all  of  the  listed  atresias,  of  whom  261 
passed.  The  question  remauis:  Are  these  numbers 
extraordinary?  Of  these  deaths,  what  proportion 
might  have  been  unnecessary? 

In  short,  I  remain  convinced  that  this  report 
reflects  all  too  prominently  a  certain  kind  of  re- 
search incontinence.  The  failure  to  make  as  strong  a 
demonstration  as  possible  reflects  only  one  side  of 
that  methodological  flaw.  On  the  other  side  has  been 
the  steadfast  refusal  to  vent  the  report  among  critics 
in  advance.  When  (as  an  cx  officio  member)  I 
proposed  last  fall  that  the  draft  be  sent  out  to 
interested  parties  for  confidential  comment,  the 
drafting  subcommittee  refusr  ^.  That  meant  that  we 
had  no  means  to  measure  the  sufficiency  of  the 
report's  representation  of  the  "other  side."  The 
interest  of  producing  the  strongest  possible  counte- 
rargument is  to  enhance  the  credibility  of  the  final 
document.  As  a  matter  of  practice.  Commission 
reports  should  always  be  expected  to  contain  the 
most  sympathetic  representation  possible  of  the 
strongest  counterarguments  to  the  positions  taken. 
Even  when  such  an  approach  will  not  guarantee  thrt 
we  persuade  others,  it  will  guarantee  that  we  will 
earn  their  respect.' 

Apart  from  these  methodological  considerations,  I 
have  previously  written  of  substantive  concerns  that 
troubled  me.  The  editing  of  the  "final  draft"  has 
only  partially  relieved  those  substantive  concerns.  I 
remam  persuaded,  however,  that  the  interests  of 
handicapped  newborns  have  been  sacrificed  to  a 

*  Mr.  De:rtro  misreads  my  statement  and  compounds  his  error  by 
then  declaring  his  undentandmg  that  I  "subsume  the  question 
entirely  into  the  realm  of  medical  ethics."  (Destro,  p,  208,  n.3)  My 
statement  so  clearly  rejects  this  contention,  m  advance  as  it  were, 
that  I  win  not  belabor  the  pomt  I  will  pause  only  long  enough  to 
say  that,  by  giving  space  to  voices  that  were  not  heard  in 
preparing  this  report,  I  do  not  endorse  their  views  of  course.  I 
add  here,  as  an  appendix,  the  letter  I  received  from  the  Amencan 
Academy  of  Pediatrics,  stating  their  views  (appendix  4).  Further, 
since  I  have  specifically  disagreed  with  Dr.  Engelhardt**  interpre- 
tation of  the  Hippocratic  Oath,  there  really  can  be  no  honest 
occasion  for  anyone  to  misconstrue  this.  Perhaps  now  is  also  a 
good  place  to  remind  the  unwary  that  the  argument  ad  Httlerum 
generally  betrays  a  want  of  defensible  principle. 

♦  At  page  21 1  Mr.  Destro  appropriates  my  observation,  that  this 
report  docs  not  substantiate  iu  claims  of  widespread  abuse,  to  a 


political  mission.  I  do  not  require  in  this  space  to 
repeat  those  anjuments.*  I  believe  at  this  moment 
that  the  most  Ujrgent  contribution  I  require  to  make 
is  to  make  clear  tb^*  argument  to  which  those  who 
would  defend  hanutcapped  newborns  must  respond. 
To  that  end,  these  remarks  will  be  followed  immedi- 
ately by  the  conmientary  of  Dr.  Tristram,  Engel- 
hardt,  perhaps  the  foremost  medical  ethicist  in  the 
United  States.  Dr.  Engelhardt  prepared  his  evalu- 
ation of  the  report  at  my  request  and  on  extremely 
short  notice,  since  I  was  not  free  to  send  it  to  him 
before  it  became  public  property. 

Relative  to  Dr.  Engelhardt's  testimony  about  ihz 
mcidence  of  undertreatment  of  handicapped  new- 
boms,  it  is  regrettable  that  we  are  unable  to  make  a 
judgment  based  on  this  report.  With  respect  to  his 
more  substantive  arguments,  some  I  find  reassunng, 
while  disagreeing  with  others.  In  particular,  I  am  not 
so  sanguine  as  he  about  the  power  of  the  Hippocrat- 
ic Oath  to  guide  physicians  through  these  trials 
Because  I  discussed  that  central  point  in  my  previ- 
ously published  comments,  I  will  prociuce  that 
discussion  here,  to  conclude  my  remarks,  and  then 
permit  )r.  Engelhardt  immediately  to  respond. 

Life  and  Health  the  Ends  of  Medicme 

The  reason  Hippocrates  came  to  my  mind  dunng 
our  preliminary  discussion  of  discrimination  against 
handicapped  newborns  was  that  much  of  what  I 
read,  and  much  of  what  was  presented  before  us, 
seemed  to  present  the  question  as  one  about  thresh- 
olds for  humanity,  as  if  protoplasm  quickened  into 
humanity  on  some  measurable  scale  to  which  our  art 
or  :5cience  could  point  us.  Hippocrates  had  taken 
rather  a  different  view,  one  which  founded  knowl- 
edge and  applicability  of  the  arts  on  "knowledge  of 
the  nature  of  man  in  general."  [Regimen,  I,  ii]  That 
is,  he  made  knowledge  of  the  arts  (of  the  end  of  the 

purported  denial  that  medical  professionals  discuss  euthanasia  and 
other  sanguinary  approaches  to  human  life.  This  s!eight-of~hand  is 
totally  unjustifiable.  Happily,  however,  it  rather  serves  to  blast 
than  confirm  his  case.  For,  on  the  premise  that  people  are  surely 
doing  what  they  say  they  would  be  willing  to  do,  Mr.  Destro 
concludes  widespread  abuse  for  which  he  adduces  not  one  shred 
o{  direct  evidence.  Since  most  of  the  discussions  he  relies  upon  are 
academic  ui  character,  it  would  not  be  difTIcult  to  set  ^ight  this 
sophomonc  use  of  those  discu^ions.  Let  it  suffice,  though  ,  to 
note  that  it  is  akjn  to  believing  that  cannibalism  has  morally 
justified  j^miply  because  philosophy  and  law  profes^rs  use  the 
lifeboat  ev.i*jple!  Even  if  every  such  classroom  and  journal  in  the 
country  used  the  example  in  speech  (and  that  is  close  t)  a^  ^^ura^tOr 
we  would  still  need  evidence  beyond  the  incident  at  Dcnrer  Pass 
to  declare  the  practice  pervasive. 
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arts)  to  depend  upon  knowledge  of  humanity,  while 
today  we  seem  to  do  the  reverse — no  matter  what 
side  of  the  "Baby  Doe''  debate  we  fall  on. 

This  is  curious,  indeed.  Those  who  defend  for 
handicapped  newborns  a  right  to  treatment,  no  less 
than  they  who  deny  it,  seem  to  believe  that  medical 
art  should  not  be  informed  by  any  notion  of  moral  or 
huinan  ends.  For  the  former,  this  leads  to  a  powerful 
emphasis  on  legal  and  administrative  proc^ures  to 
prevent  the  medical  arts  deciding  questions  not 
appropriate  to  Uiem;  while  for  the  latter,  it  leads  to 
emphasizing  medicine  as  a  neutral  art  that  may  serve 
any  purpose  medical  consumers  desire  for  them- 
selves. The  idea  that  medicine  is  a  neutral  art  was 
certainly  foreign  to  Hippocrates,  for  whom  the  art 
was  informed  by  the  idea  of  human  health,  and  it 
was  no  less  foreign  to  the  generations  of  physicians 
who  subscribrd  to  Hippocratic  standards. 

What  we  must  note  today  is  that  physicians  no 
longer  subscribe  to  Hippocratic  standards,  and 
certamly  not  to  the  Hippocratic  Oath.  That  oath, 
among  other  things,  contained  the  following  pledg,.: 

I  will  neither  give  a  deadly  drug  to  anybody  if  asked  for  it, 
nor  will  I  make  a  suggestion  to  thb  effect.  Similarly,  I  will 

»  At  pp.  2 IM  2  Mr.  Dcstro  profoiuidly,  and  sadly,  misconsti  acs 
the  sHght  ir«nti6n  of  abortion  made  in  my  original  statement, 
(Can  anyont  fail  to  see  the  relevance  of  the  Oedipus  tale?) 
Following  the  improvident  lead  of  Ms.  Berry,  Mr.  Destro 
struggles  vainly  to  separate  the  questions,  never  noticing  that  he 
?'xmpts  to  cleave  the  physician's  soul.  For  the  burden  of  my 
observation  was  nothing  ciore  than  to  remark  the  reason  for 
Hippocrates'  coupling  of  the  pledges  not  to  render  abortions  and 
not  to  assist  suicides.  They  are  not  two  choices,  but  one;  and  they 
are  not  dilemmas  at  all,  from  Hippocrates'  pcrspc/*?*ve.  It  is,  in 
fact,  the  assumption  thiit  moral  choice  implies  dileuimas  that  is 
»nost  profoundly  the  caiL«e  of  our  unwonted  tolerance  of  moral 
weakness.  Dilemmai  exist  where  grounds  of  judgment  are 
unclear.  If,  in  our  reasonings,  we  cannot  state  clear  grounds  of 
judgment,  as  I  have  tried  to  do,  we  will  make  matters  worse,  as 
this  report  aid  Mr.  DcsU'o's  comments  do. 
In  that  light,  we  nught  do  worse  than  to  recall  Thomas  Jefferson's 
admonition.  Describing  the  moral  sense  that  makes  man  man, 
even  when  some  pcnons  seem  to  lack  that  v^sry  sense,  Jefferson 
turned  to  example: .  .there  is  no  rule  without  exceptions;  but  is 
false  reasoning  which  converts  exceptions  into  the  general  rule. 
Some  men  arc  bom  without  the  organs  of  sl^^it,  or  of  heading,  or 
without  hands.  Yet  ii  would  be  wrong  to  say  that  man  is  bom 
without  these  faculties,  and  sight,  hearing,  and  hands  may  with 
truth  enter  intC\the  general  dcHnition  of  man."  (Letter  to  Thomas 
Law,  June  13,  1814,  JVntings,  p.  1337,  Library  of  America) 
•  This  report  is  not  about  medical  neglect,  nor  its  corollary  in 
civil  law,  medk:»I  malpractice.  The  law  offers  guarantees  to  all 
citizens  ^e  in  this  regard,  whether  handicapped  of  not  "Mere" 
medical  neglect  is  not  a  ci«'il  rights  problem,  whereas  systematic 
and  discriminatory  mediud  neglect  would  be.  It  may  seem 
strange  to  say,  but  it  is  nevertheless  true  that  civil  rights  guarantee 
the/air  distribution  not  only  of  advantages,  but  also  of  burdens. 
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not  give  to  a  woman  an  abortive  remedy.*  In  purity  and 
holiness  I  will  guard  my  life  and  my  art.  [Kass  translation] 

If  every  American  physician  adhered  to  this  pledge, 
there  would  be  no  Baby  Doe  problem.  In  fact, 
however,  American  medicine  has  replaced  tne  Hip- 
pocratic oath  with  ifj  own  •'Principles  of  Medical 
Ethics,''  which  dropped  altogether  the  opposition  to 
suicide  and  abortion.  This  is  the  history  that,  more 
than  anything  else,  creates  our  contemporary  diffi- 
culties—the deliberate,  conscious  adoption  of  sui- 
cide and  abortion  as  medical  remedies. 

In  the  United  States,  however,  we  depend  not 
merely  on  the  self-restraint  of  physicians.  The 
organic  law  of  our  society  proffers  a  guarantee  of 
the  right  to  life  to  persons,  a  guarantee  that  parallels 
the  Hippocratic  pledge.  When,  therefore,  our  physi- 
cians ceased  to  believe  in  the  Hippocratic  commit- 
ment, they  nevertheless  were  subject  to  the  constitution- 
al commitment  What  we  are  trying  to  do  now  is  to 
measure  whether  and  how  the  protections  of  law 
can  make  up  for  the  loss  of  steady  moral  commit- 
ment,* 

In  this  respect  our  report  does  us  a  disservice.  By 
presenting  the  plight  of  the  handicapped  newborn  as 
the  logical  development  of  unbroken  historical 

Hence,  so  long  as  medical  neglect  may  fairly  affect  any  citizen, 
without  regard  to  handicap,  race,  gender,  or  other  prohibited 
grounds,  it  could  not  pose  a  civil  rights  problem.  Thus  the  tas):  of 
this  report  has  been  to  prove  not  only  that  the  handicapped 
newborn  is  burdened,  but  unfairly  so.  That  the  report  fails  to 
establish  even  the  threshold  phenomenon  in  the  post-1984 
environment  is  a  signal  condemnation  of  the  effort  devoted  to  it 
and  the  taxpayer  funds  expended  on  it 
The  report  opened  with  a  sensible  awareness  of  this  diflicultv, 
afTirming  that  the  "equal  protection  clause,  .  .creates  a  nondiscri- 
mination standard"  while  the  "constitutional  procedural  (sic)  due 
process  rights  ^so  considered.  .  .presup'^vr^  an  existing  substan- 
tive benefit  which  they  ensure  may  not  be  denied  by  processes 
that  fail  to  meet  standards  of  fundamental  fairness,"  (Report,  1.3n) 
But  it  lost  its  way  in  the  attempted  application,  trying  to 
distinguish  the  medical  decision  from  the  fairness  decision.  If 
kidney  dialysis,  for  example,  is  withheld  from  someone  because  it 
is  medicaUy  contraindicated,  such  a  judgment  is  outside  the  scope 
of  the  Commission's  purview."  Good,  as  far  as  it  goes!,  but 
compare  that  confident  statement  with  the  following:  "A  judg- 
ment not  to  perform  certain  surgery  because  is  person  is  black  is 
not  a  bona  fide  medical  judgment."  The  fact  is,  however,  that 
one's  being  black  routinely  enters  into  medical  judgments,  and 
particularly  in  the  case  of  kidney  dialysis!  We  know  that  medicine 
decides  against  kidney  dialysis  in  black  people,  based  on  a 
reported  judg::ient  of  lower  tolerance  likelihood.  The  case  of  the 
handicapped  is  not  less  intricately  wound  up  v;iu  medical 
judgments.  These  are  debatable  judgments,  but  not  isolable 
judgme»;ts.  The  civil  ^ghts  response  to  the  kidney  dialysis  is 
shaping  up  to  be  a  piogram  of  organ  donor  quotas— that  is,  a 
Jacision  that  the  medical  decision  is  simply  wrong!  (Report,  1.4 
and  n.5) 
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/mtecedents — the  legacy  of  bigotry  in  Americal— 
instead  of  as  a  corruption  of  previous  accomplish- 
ments, it  depreciates  not  only  the  value  of  the 
Hlppocratic  standard  but  also  the  organic  principles 
of  our  nation. 

The  history  is  (^Iso  false  in  terms,  to  the  extent  that 
it  denies  generally  humap.e  social  instincts  toward 
the  'Teeble-mindwl**  in  the  era  prior  to  the  emer- 
gence of  20th  century  nihilism  and  eugenics*  Indeed, 
the  18th  and  19th  century  prison  reform  movement 
(which  gave  us  penitentiaries,  houses  of  repetitance) 
aimed  as  much  to  distinguish  the  criminal  from  the 
*^i<5eble-minded*\and  the  insane  as  to  provide  reha« 
bilitation.  The  fact  that  these  primitive  reforms  fell 
short  of  modem  necessities—and  may  by  our  lights 
even  seem  blighted — can  by  no  means  diminish  the 
significance  of  that  liberal  impulse  which  gave  birth 
to  them. 

The  report  rightly  condemns  the  eugenicist  move- 
ment and  Margaret  Sanger.  I  do  not  need  conversion 
on  that  score.  It  is  nevertheless  imsound  to  seek  to 
derive  the  eugenicist  movement  from  mere  historical 
conditions  or  the  cultural  milieu.  The  sig^ficance  of 


this  observation  becomes  manifest  when  we  reflect 
that  at  the  heart  of  the  report,  we  fmd  an  assumption 
of  deriving  rights  from  noeds  (cf ,  ch.  8,  n.  63). 

Rights  are  neither  defined  nor  illustrated  by  needs, 
not  for  the  handicapped  nor  any  other  category  of 
Americans.  The  reason  black  people  ought  to  enjoy 
equal  rights  of  citizenship  is  not  that  most  of  them 
are  poor*  It  is  rather  that  they  &re  human  beings  to 
whom  the  rights  and  arts  of  self-government  pertain 
no  less  than  to  any  other  humans. 

We  have  abiding  confidence  that  a  regime  of 
equal  rights  is  the  surest  relief  for  unmerited  disad- 
vantage. We  reject  the  contention,  howev<?r,  that  to 
relieve  disadvantages  is  to  guarantee  equality  of 
rights.  Insofar  as  this  report  takes  the  opposite 
position  on  this  crucial  question,  we  shoidd  not 
approve  it.  The  correct  application  of  this  principle 
to  the  handicapped  is  to  assure  that  they  suffer  no 
further  burdens  (above  all  civil  burdens)  than  are 
already  intrinsic  to  their  circumstances.  (I  might 
point  out  that  there  is  also  a  moral  corollary, 
namely,  that  occasion  be  left  for  other  folk  to  be 
considerate.) 
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Attach^aests  to  Statement  of  William  B.  Allen,  Chairman 


Comments  on  the  Recommendations  Regarding  Section 
S04  of  the  Rehabilitation  Act  of  1973  and  the  Child 
Abuse  Amendments  of  1984 

By      Tristram  Engelhardt,  Jn,  Pk3.,  M.D* 


At  times  the  most  well-meaning  and  intelligent  of 
men  and  women,' from  the  best  of  motives,  come  to 
see  an  issue  in  a  distorted  light  Frequently  this  is  the 
result  of  cir  "imstances  that  have  skewed  the  process 
of  data  acquisition  and  interpretation.  Unfortunately, 
this  appears  to  be  the  case  with  regard  to  the  report 
and  recommendations  concerning  section  504  of  the 
Rehabilitation  Act  of  1973  and  the  Child  Ab'»se 
Amendments  of  1984.  The  report  appears  to  have 
been  written  under  assumptions  that  are  fa^  ^  and 
misguiding.  The  report  does  not  appreciate  that  a 
major  shift  in  attitude  has  taken  place,  which  makes 
further  Infant  Doe  cases  such  as  that  m  Blooming- 
ton,  Indiana,  highly  unlikely,  but  which  has  made 
child  abuse  through  overtreatment  more  likely. 

Because  of  a  failure  to  appreciate  the  range  of 
harms  to  which  seriously  ill  newborns  may  be 
exposed  (especially  the  risk  of  useless  and  painful 
cvertreatment),  the  report  erroneously  suggests  that 
the  ta*^k  is  one  of  encouraging  further  overtreatment 
rather  than  making  some  judicious  changes  in  the 
OhiW  Abuse  Amendments  of  1984,  so  that  they  will 
not  constitute  a  threat  to  the  best  interests  of  a 
significant  class  of  very  seriously  ill  newborns. 

Nor  does  the  report  appreciate  the  kind  of 
cooperation  among  parents,  physicia^  nd  child 
protective  services  agencies  ihat  will  be  .  ..isary  if 
our  society  is  to  adapt  to  m  enviromnent  of  rapidly 
changing  high-technology  medicine.  In  what  fol- 
lows I  respectfully  submit  some  substantive  criti- 
cism? of  the  draft  report  and  recommendations  with 
respect  to  section  504  of  the  Rehabilitation  Act  of 
1973  and  the  Child  Abuse  Amendments  of  1984.  The 
central  thrust  of  my  comments  is  that  there  is  no 


evidence  of- significant  undertreating  of  severely  ill 
handicapp.?d  neonates  since  1985.  If  anythmg,  there 
is  evidence  of  overtreatment.  Moreover,  were  there 
evidence  of  the  failure  to  provide  indicated  treat- 
ment, the  proposed  approach  Nvould  not  be  the 
preferred  solution  to  the  problem.  It' the  recommen- 
dations of  the  report  are  aggressively  followed,  the 
interests  of  seriously  ill  newborns  will  be  imperiled. 

The  Bias  Toward  Oyertreatment:  Overtreatment  Is 
a  Form  of  Abuse 

To  begin  with,  I  find  matters  as  described  in  the 
report  not  to  accord  with  my  experience  as  a 
physician  and  a  bioethicist,  or  with  my  conversa- 
tions with  neonatologists  and  with  parents  of  chil- 
dren with  severe  disabilities.  In  particular,  the  bias 
vnce  1983  or  at  least  1985  has  been  to  overtreat,  not 
uno-^rtreat,  severely  ill  handicapped  neonates.  In  my 
experience,  families  often  wish  to  discontinue  treat- 
ment, despite  the  recommendations  of  the  physicians 
to  the  contrary.  Moreover,  physicians,  especially 
neonatologists,  as  well  as  a  preponderance  of  by 
persons,  often  have  an  exaggerated  view  of  what  can 
be  contributed  by  intensive  medical  interventions. 

Physicians  whose  careers  are  dedicated  to  the 
saving  of  human  life,  and  who  often  must  spend 
many  grueling  hours  in  attempting  to  save  a  child, 
tend  to  regard  parents  who  wish  to  stop  treatment  as 
quitters,  as  individuals  disloyal  to  the  therapeutic 
enterprise.  One  sees  this  phenomenon  in  other  areas 
of  medicine  such  as  cancer  treatment,  where  patients 
are  frequently  aggressively  overtreated,  subjected  to 
therapies  that  involve  significant  pain  r  J  suffering, 
but  little  if  any  real  promise  of  extension  of  life.  The 
difficulties  in  this  regard  have  in  particular  been 
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iUustrated  by  the  resistance  to  hospice  care,  where 
futile  treatment  is  avoided  in  order  to  give  more 
appropriate  comfort  care.  The  reason  that  it  is  often 
very  difficult  for  health  care  givers  to  move  from 
futile  curative  care  to  humane  supportive  care  is  in 
par^l  due  to  their  becoming  so  involved  in  a  desper- 
ate iiope  to  cure  that  it  is  difHciUt  to  recognize  the 
limitations  of  medicine. 

The  Distortion  in  Eerspecfiye  i>ue  to  the 
Therapeutic  and  Technological  Imperatives 

Technology  has  a  force  and  momentum  of  its 
own,  often  described  as  the  technological  impera- 
tive. People  tend  to  apply  a  technology  in  medicme 
if  it  is  available,  even  if  there  is  no  evidence  that  the 
application  will  benefit  those  who  are  treated.  The 
technological  imperative  involves  an  augmentation 
of  what  can"  be  termed  the  therapeutic  imperative: 
the  view  that  it  is  always  best  to  treat  aggressively. 
It  is  worth  recalliiig  that  physicians  aggressively 
bled  patietits  for  over  2,000  years,  even  though  this 
treatment  conveyed  no  benefit,  expect  perhaps  for 
those  suffering  from  acute  congestive  failure.  It  is 
very  difficult  for  mdividuals  to  do  nothing  for  a 
patient,  even  when  doing  something  harms  the 
patient  more  than  it  help£.  It  is  because  of  this 
seduction  bom  of  the  inclination  to  mtervene  that 
the  Hippocratic  maxim,  *Tirst  do  no  harm  \primum 
non  nocerey*  was  articulated.  This  maxim  was 
extraordinarily  important,  then  as  now,  because 
physicians  (and  now  hospitals)  are  not  only  mclined 
to  treat  aggressively  because  of  vain  hopes  bom  of 
the  therapeutic,  now  the  technological  unperative, 
but  because  they  take  money  from  and  derive  esteem 
from  their  roles  as  heroic  therapists.  Smce  we  often 
unrealistically  expect  so  much  from  medical  treat- 
ment, it  is  difficult  to  appreciate  how  easily  we  as 
individuals  and  societies  are  seduced  by  the  techno- 
logical imperative.  Rv^wever,  it  is  important  to 
recognize  that  overtreatment,  the  use  of  treatment 
that  causes  more  harm  than  benefit,  is  a  form  of  child 
abuse. 

The  Misguided  Tendency  to  Regard  Qriticism  of 
the  Child  Abuse  Amendments  of  1984  as  Hostility 
Towards  the  Handicapped 

!n  reviewing  the  draft  recommendations  regard- 
mg  the  Child  Abuse  Amendments  of  1984,  along 
with  the  attached  appendices  and  supporting  mfor- 
mation,  I  am  stmck  by  the  underrepresentation  of 

»    Pub.  L.  No.  98-457,  121,  98  Stat.  1749  (1984). 


the  critics  of  the  Baby  Doe  regulations  and  the 
subsequent  Child  Abuse  Amendments  of  1984  and 
how  their  arguments  are  treated.  The  considered 
judgments  of  the  Presidents  Commission  are  by 
implication  styled  rhetoric  (see  chapter  6).  Beyond 
that,  there  does  not  appear  to  be  any  testimony  from 
an  official  representative  of  the  American  Medical 
Association  or  the  American  Academy  of  Pediatrics; 
at  least  Aeir  views  of  matters  since  1985  are  not 
given  m  the  report.  Moreover,  there  is  a  remarkable 
underacknowledgement  of  the  criticisms  in  the 
literature  about  the  Baby  Doe  regulations  and  the 
subsequent  regulations  published  pursuant  to  the 
Child  Abuse  Amendments  of  1984.  Fuially,  substan- 
tive criticisms  have  been  construed  as  hostile  opposi- 
tion. 

It  may  seem  somewhat  out  of  place  to  suggest  that 
criticisms  of  the  Child  Abuse  Ajnendments  of  1984 
should  be  entertamed  at  this  juncture.  However,  it  is 
important  to  recognize  how  ill-st  jted  some  of  those 
requirements  are.  Accordmg  to  the  current  require- 
ments,- one  is  explicitly  mandated,  under  certain 
circumstances,  to  provide  treatment  that  rational 
and  prudent  decisionmakers  would  agree  is  ii±u- 
mane,  that  is,  conveys  more  harm  than  benefit.  The 
current  law  would  allow  the  nonprovision  of  treat- 
ment only  if  "(A)  the  infant  is  chronically  and 
irreversibly  comatose;  (B)  the  provision  of  such 
treatment  would  (i)  merely  prolong  dying,  (ii)  not  be 
effective  m  ameliorating  or  correcting  all  of  the 
infanfs  life-threatening  conditions,  or  (iii)  otherwise 
be  futile  m  terms  of  the  survival  of  the  mfant;  or  (Q 
the  provision  of  such  treatment  would  be  virtually 
futile  m  terms  of  the  survival  of  the  mfant  and  the 
treatment  itself  under  such  circumstances  would  be 
inhumane."'  Rubric  (C)  would  require  inhumane 
treatment.  Tliat  is,  in  cases  where  the  treatment  is 
not  *=dso  virtually  futile,  it  would  require  treatment 
that  from  the  perspective  of  a  reasonable  and 
prudent  observer  would  cause  more  harm  than 
benefit  to  the  person  being  treated. 

Such  an  approach  to  treatment  has  generally  been 
held  to  be  unethical  and  immoral.  The  American 
Academy  of  Pediatrics,  for  example,  has  required 
the  provision  of  treatment  only  when  it  is  clearly 
beneficial.  ''When  medical  care  is  clearly  beneficial, 
it  should  always  be  provided.  When  appropriate 
medical  care  is  not  available,  arrangements  should 
be  made  to  transfer  the  mfant  to  an  appropriate 


159 


ERIC 


I6S 


m<.^ical  fficility.  Considerations  such  as  anticipated 
or  actucil  limited  potential  of  an  individual  and 
preset;  or  future  lack  of  available  community 
resources  are  irrelevant  and  must  not  determine  the 
decisions  concerning  medical  care.  The  individual's 
medical  condition  should  be  sole  focus  of  the 
decision.  These  are  very  strict  standards."^  More- 
over, the  American  Medical  Association  quite  prop- 
erly has  emphasized  the  legitmate  role  of  parents  in 
deciding  on  the  scope,  of  treatment  when  that 
decision  reflects  a  reasonable  judgment  regarding 
the  best  interests  of  the  child. 

In  desperate  situations  involving  newborns,  the 
advice  and  judgment  of  the  physician  should  be 
readily  available,  but  the  decision  whether  to  exert 
maximal  efforts  to  sustain  life  should  be  the  choice  of 
the  parents.  The  parents  should  be  lold  the  options, 
expected  benefits,  risks,  and  limits  of  any  proposed 
care;  how  the  potential  for  human  relationships  is 
affected  by  the  infant's  condition;  and  relevant 
information  and  answers  to  their  questions.  The 
presumption  is  that  the  love  which  parents  usually 
have  for  their  children  will  be  dominant  in  the 
decisions  which  they  make  in  determining  what  is  in 
the  best  interest  of  their  children.  It  is  to  be  expected 
the  parents  will  act  unselfishly,  particularly  where 
!ife  itself  is  at  stake.  Unless  there  is  ''^nvincing 
evidence  to  the  contrary,  parental  authority  should 
be  respected.3 

Finally,  it  is  important  to  note  that  a  major 
element  of  Western  moral  reflections  regarding  the 
obligation  to  provide  treatment  has  drawn  a  distinc- 
tion between  ordinary  and  extraordinary  care, 
which  hs  not  been  equivalent  to  usual  versus  unusual 
care«  but  rather  which  has  been  equivalent  to  that 
treatment  constituting  an  undue  or  disproportionate 
burden,  versus  that  involving  only  a  proportionate 
burden  given  likely  outcomes,  and  that  is  therefore 
obligatory.  There  are  many  articulations  of  this 
moral  viewpoint,  but  a  recent  one  of  classicrj  force 
was  provided  by  Pope  Pius  XII  in  1957:  "Rcrmally 
one  is  held  to  use  only  ordinary  means—according 
to  the  circumstances  of  persons,  places,  times,  and 
culture — that  is  to  say,  means  that  do  not  involve 
any  grave  burden  [aucune  charge  extraordinaire]  for 

2  American  Academy  of  Pediatrics,  "Principles  of  Treatment  of 
Disabled  Infants."  Pediatrics  73  (Apr.  4,  1984),  559. 

3  Current  Opinions  of  the  Judicial  Council  of  the  American  Medical 
Association^l984  (Chicago-  American  Medical  Association, 
1984),  p.  n. 

«  Pope  Pius  XII,  Allocution  "Le  Dr.  Bruno  Haid,"  Nov.  24, 
1957,  Acta  Apostolicae  Sedis  49  (1957),  1031.  English  translation 
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on\:self  or  another.  A  more  strict  obligation  would 
be  too  burdensome  [trap  lourde]  for  most  men  and 
would  render  the  attainment  of  the  higher,  more 
important  good  too  difficult."  ^ 

It  is  crucial  that  one  recognize  that  such  distinc- 
tions between  ordinary  and  extraordinary  treatment 
were  never  meant  to  focus  simply  on  economic 
considerations.  In  contemporary  medicine,  physi- 
cians are  usually  reluctant  to  treat  severely  ill 
neonates  when  the  therapeutic  intervention  is  likely 
to  effect  more  harm  than  benefit.  The  focus  is  on  the 
ben  interests  of  the  patient.  There  is  primarily  an 
intention  to  avoid  painful  interventions  that  have 
little  prospect  Df  saving  life.  The  testimony  in  a 
distorting  fa'^hion  suggests  that  the  decision  not  to 
treat  depen  .  primarily  on  a  prejudicial  and  biased 
appreciatiou  of  the  future  quality  of  life  of  the 
neonate.  Instead,  the  inclination  not  to  treat  is 
usually  based  on  the  judgment  that  the  treatment 
will  itself  cause  more  suffering  than  be'iefit. 

Because  of  the  failure  to  appreciate  the  contempo- 
raiy  guiding  ethos  of  neonatal  medicine  (i.e.,  that 
there  is  an  inclination  to  overtreat  and  the  usual 
interest  in  not  treating  is  based  on  a  cbncem  not  to 
harm  the  neonate),  there  is  also  a  failure  in  the  report 
and  its  recommendations  to  take  seriously  negative 
appraisals  of  the  Child  Abuse  Amendments  of  1984. 
For  example,  in  chapter  9,  the  article  by  Kopelman, 
Irons,  and  Kopelman  is  described  as  disclosing 
"widespread  hostility  to  the  standards  of  treatment 
adopted  by  the  Child  Abuse  Amendments  of  1984." 
The  data  are  more  accurately  described  as  giving 
substantive  empirical  basis  for  criticizing  those 
amendments.  To  use  the  word  "hostility"  is  to 
suggest  an  emotional  disposition  to  disregard  the 
amendment.  However,  the  Kopelman  et  al.  article 
gives  good  grounds  for  agreeing  with  the  Office  of 
the  Inspector  General,  which  in  1985  concluded  that 
the  current  regulations  are  sufficient  and  that  "most 
states  feel  that  existing  child  abuse  and  neglect 
procedures  would  have  been  adequate  to  respond  to 
baby  doe  reports."  ^  Indeed,  in  light  of  this 
statement  it  is  important  to  put  the  Kopelman  et  al. 
report,  published  in  the  New  England  Journal  of 
Medicine,  in  proper  perspective.  On  the  basis  of  a 

from  Pius  XII,  "Address  to  an  International  Congress  of  Anesthe- 
siologists," Nov.  24,  1957,  The  Pope  Speaks  4  (Spring  1958), 
395-96. 

\  Office  of  Inspector  General,  Office  of  Analysis  and  Inspec- 
tions.  Survey  of  state  Baby  Doe  r ograms,  September  1 987.  (Pub. 
no.  OA  1-03-87-001 8.) 
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questionnaire  sent  to  the  1|007  members  of  the 
Perinatal  Pediatric  Section  of  the  American  Acade- 
my of  Pediatrics,  of  which  494  members  (49  percent) 
responded,  56  percent  agreed  that  "infants  with  an 
extremely  poor  prognosis  for  survival  were  being 
overtreated.'*^  This  is  not  a  statement  supporting  a 
quality  of  life  judgment.  But  it  is  an  opinior.  mado  by 
expert  physicians  in  the  field  that  more  hann  than 
good  is  being  done  in  the  treatment  of  a  certain  class 
of  severely  ill  neonates. 

There  is  indeed  an  inclination  in  the  report  to 
construe  medic^J  decisions  as  merely  technical  deci- 
sions regarding  the  likelihood  of  success  or  failure  of 
a  particular  treatment  la  medicine  traditionally,  and 
today  in  areas  outside  of  the  treatment  of  handi- 
capped neonates,  this  has  not  been  the  understanding 
of  appropriate  medical  decisionmaking.  A.ppropriate 
medical  decisionmaking  has  traditionally  and  still  is 
generally  held  to  include  consideration  of  whether 
treatment  will  provide  more  benefit  than  harm. 
Indeed,  physicians  are  morally  obliged  to  refuse  to 
provide  treatment  that  produces  substantially  more 
harm  than  benefit  Insofar  as  the  recommendatiors 
of  the  Qvil  Rights  Commission  undermine  this 
ithos,  one  can  only  conclude  that  the  recommenda- 
tions as  cunently  written  will  make  matters  far 
worse,  not  better,  for  the  citizens,  including  the 
ha  ndicapped  citizens,  of  the  United  States. 

Is  There  Sufficient  Protection  Already? 

Whatever  may  have  been  the  state  of  affairs  prior 
to  the  Baby  Doe  regulations  and  the  Child  Abuse 
Atsendments  of  1984,  those  changes  in  law  and 
public  policy  combined  with  tlie  ever-increasing 
level  of  exposure  to  malpractice  litigation  strongly 
bias  physicians  in  favor  of  treating  a  severely  ill 
neonate,  even  in  cases  where  physicians  believe  such 
a  treatment  will  be  inhumane,  will  m  fact  mvolve 
more  harm  than  benefit  to  the  neonate  who  is 
treated,  in  addition,  the  issue  of  whistle  blowing  is 
radically  different  m  areas  of  child  abuse  than  in 
other  areas  of  American  society.  Anonymous  infor- 
mtion  can  be  provided  to  State  child  protective 
services  agencies  for  mvestigation,  so  that  the 
whistle  blower  is  not  plactw  at  any  risk.  There  is  no 
analogy  between  the  risk  to  whistle  blowers  current- 
ly making  reports  regarding  child  abuse  and  other 
areas  of  whistle  blowing,  where  there  is  little 


'  Kcpelman,  Irons  &  Kopelman,  Neonatologists  Judge  the 
'Baby  Doe''  Regulations.  318  New  Eng.  J.  Med.683  (1988). 


possibility  of  anonymity  nor  an  agency  obligated 
anc^  equipped  to  investigate  anonymous  reports. 

Ihe  interaction  between  parents  and  physicians 
must  be  appreciated  within  this  perspective.  There 
are  already  substantive  requirements  to  provide 
sufficient  mformation  to  parents  so  that  they  can 
nxake  an  informed  choice  with  regard  to  the  treat- 
ment of  their  severely  ill  neonates.  These  require- 
ments are  already  supported  by  substantial  malpnx- 
tice  awards,  addition,  the  threat  of  being  charged 
with  child  a^ase  has  keenly  focused  the  attention  of 
physicians  on  the  rights  of  severely  ill  children.  To 
find  that  improper  persuasion  of  parents  by  physi- 
cians occurs  in  this  context  is  to  judge  that  it  is  bad 
social  policy  for  parents  to  rely  on  the  best  available 
expert  medical  care  when  needing  to  make  decisions 
about  the  treatment  of  their  children,  bearing  in 
mind  the  presence  of  subsequent  sanctions  against 
physicianSf  should  they  acquiesce  in  child  abuse  or 
provide  improper  treatment. 

It  may  very  well  be  the  case  that,  in  many  areas, 
the  best  of  physicians  are  not  fully  informed  regard- 
ing likely  prognoses.  This  will  be  a  difficvJty  that 
medicine  will  face  generally  as  technological  prog- 
ress accelerates,  requiring  accelerated  and  intensified 
continvung  medical  education.  But  this  general  prob- 
lem is  unlikely  to  be  solved  simply  by  heightening 
govenmient-bureaucratic  enforced  interventions.  A 
much  more  plausible  alternative  approach  to  this 
problem,  which  is  not  restricted  to  any  one  area  of 
medicine,  is  to  find  ways  of  cooperating  with  and 
assistuig  specialty  societies  in  the  continuing  educa- 
tion of  their  members.  In  short,  IF  physicians  are 
still  undertreating  patients,  it  is  unlikely  that  the 
measures  suggested  by  the  Civil  Rights  Commission 
will  be  a  salutary  remedy  for  this  difficulty.  Ouly  by 
working  with  such  organizations,  trusting  them  and 
encouraging  their  trust,  will  the  nuanced  self-regula- 
tion be  ensured,  which  is  needed  in  such  rapidly 
changing  technological  areas. 

But  this  contention  about  undertreatmcnt  involves 
a  very  large  IF.  As  the  Kopelman  and  other  articles 
suggest,  the  current  climate  supports  overtreatment, 
that  is,  causing  more  harm  to  patients  than  good.  ? 
For  example.  Dr.  Stuart  F.  Spicker  (professor  in  the 
Department  of  Community  Medicine  and  Health 
Care,  School  of  Medicine,  University  of  Connecti- 
cut Health  Center),  who,  under  a  grant  from  the 

'  John  C.  Moskop  and  Rita  L.  Saldanha,  **The  Baby  Doe  Rule; 
Still  a  Threat,'*  Hastings  Center  Report  16  (April  1986),  8-14. 
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Fund  for  the  Improvfement  of  Postsccondary  Educa- 
tion, Department  of  Education,  is  engaged  in  an 
educttional  project  to  improve  the  functioning  of 
hospital  ethics  committees  throughout  the  United 
States,  states  thav  fnm  his  experience,  "there  is  no 
indication  from  numerous  cases  discussed  in  the 
project  by  members  of  U.S.  hospital  ethics  conmiit- 
tees  that  there  is  any  significant  abuse  of  the  rights  of 
children  as  alleged  by  statements  recorded  in  the 
U.S.  Civil  Rights  Commission  Report.  There  is  no 
substantive  abuse  or  endangermeut  of  children  that 
would  justify  the  proposed  additional  interventions 
in  establish^  medical  practice.''^ 

HaDdicA]>ped  Neonates  Should  Not  Be  Obligatory 
Sabjects  of  Medical  Experimentation 

If  the  therapeutic  and  technological  imperatives 
are  not  contained,  it  will  appear  to  be  obligatory  for 
physicians  to  apply  experime  al  treatment  to  chil- 
dren, even  if  the  treatment  is  considered  inhumane, 
unless  the  resul'^  of  th:.t  treatment  are  known  to  be 
virtually  fictile.  The  result  is  that  at  the  edge  of 
developing  new  medical  technologies,  physicians 
will  find  themselves  obliged  to  subject  handicapped 
newborns  to  treatment  which  would  ordinarily  not 
be  permitted  because  of  its  adverse  harm-benefit 
ratio,  but  which  an  overly  zealous  interpretation  of 
the  Child  Abuse  Amendments  of  984  would  re- 
quire. That  is,  the  rapidly  developing  frontiers  of 
medical  technology  will  continually  create  opportu- 
nities to  subject  handicapped  newborns  to  heroic 
medical  and  surgical  interventions,  where  it  will  not 
be  able  to  be  shown  that  those  interventions  are 
virtually  futile,  but  where  a  reasonable  medical 
judgment  will  be  that  harms  will  outweigh  benefits. 

The  Family  as  the  Key  to  the  Deceutrallzation  of 
the  Authority  of  Experts  in  a  Technological 
Society 

Unquestionably,  parents  are  highly  influenced  by 
the  physicians  tliey  consult  about  treatment  of  their 
children.  Nor  will  there  ever  be  perfect  physicians 
or  perfect  transfer  of  information  to  parents  in 
circumstances  where  life  and  death  decisions  must 
be  made.  On  the  other  hand,  bureaucratically  ensh- 
rined regulations  and  guidelines  are  unlikely  to  fare 
as  well.  Indeed,  they  are  much  less  able  to  provide 
the  nuanced,  situation-dependent  guidance  necessary 
in  areas  of  rapid  technological  advance.  There  is,  as 

<    Personal  communication,  Jan.  8,  1989. 

^    Hans-Martin  Sass,  "Moral  Dilemmas  in  Perinatal  Medicine 

and  the  Quest  for  Large  Scale  Embryo  Research:  A  Discussion  of 
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a  result,  a  strong  argument  in  favor  of  relying  on  the 
good  will  of  families  and  physicians  to  make  reason- 
able judgments,  especially  given  the  substantive 
societal  restraints  already  in  place. 

One  might  observe  that  one  of  the  major  lessons 
to  learn  from  Nazi  Germany  is  that  the  govenmient 
should  not  be  given,  primary  authority  regarding 
life-and-death  choices.  Hitler*s  Germany,  it  should 
be  recalled,  both  forbade  abortions  and  enjoined 
euthanasia.  The  lesson  of  history  suggests  that  the 
costs  m  the  long  run  from  relying  On  families  are 
much  less  than  relymg  on  governments.  Tiiis  may 
explain  why  in  the  Federal  Republic  of  Germany, 
where  the  lessons  from  the  history  of  Nazi  atrocities 
consciously  guide  contemporary  public  policy  in 
order  to  avoid  a  repetition  of  those  atrocities,  there 
has  been  explicit  effort  to  avoid  rules  such  as  those 
incorporated  in  the  Baby  Doe  regulations.  At  a 
conference  held  m  Germany,  Jrme  27-29,  1986,  the 
German  Society  for  Medical  Law  recommended 
that  the  physician  be  excused  from  providing  treat- 
ment for  handicapped  newborns  whenever: 

(1)  life  cannot  be  mamtained  for  any  length  of 
time,  but  instead  one  will  onlv  be  postponing  a 
certain  death*  e.g.,  in  tlie  cas'  !  severe  dysrhap- 
hia-syndrome  or  inoperable  heart  defects; 

(2)  in  spite  of  treatment  it  is  determined  that  the 
newborn  will  never  have  the  possibility  of  com- 
municating with  his  environment,  e.g.,  severe 
microcephaly,  very  severe  brain  damage; 

(3)  the  newbom*s  vital  functions  can  be  main- 
tained for  any  length  of  time  only  by  means  of 
intensive  medical  intervention,  e.g.,  breathing 
difficulties  without  possibility  of  restoring  health, 
loss  of  kidney  function  without  possibility  of 
restoring  health.^ 

These  decisions  should  be  made  as  far  as  possible 
with  the  family.  The  above  recommendations  were 
made  not  in  order  to  avoid  the  continued  life  of 
handicapped  infants,  but  rather  to  avoid  therapeutic 
interventions  that  would  cause  more  harm  than 
benefit. 

The  decentralization  of  important  decisions  has 
been  the  genius  of  Anglo-American  countries.  One 
belittles  the  opinion  of  the  plurality  of  the  Supreme 
Court  in  Bowen  v.  American  Hospital  Association  if 
one  overlooks  the  implied  criticism  by  the  Court  of 
government  intrusions  in  family  decisionmaking. 

Recent  Guidelinw  in  the  Federal  Republic  of  Germany,"  Journal 
of  Medicine  and  Philosophy  12  (1987).  287. 


ERIC 


"Section  504  does  not  authorize  the  Se::reUay  to 
give  unsolicited  advice  either  to  parents,  to  hospi- 
tals, or  to  state  officials  who  are  faced  with  difficult 
treatment  decbions  concerning  handicapped  chil- 
dren.** Here  I  think  it  is  reasonable  to  see  the 
Court  in  part  reflecting  the  judgment  that  "The 
history  and  culture  of  Western  civilization  reflect  a 
strong  tradiition  of  parental  concern  for  the  nurture 
and  upbringing  of  their  children.  TlaS  primary  role 
of  the  parents  in  the  upbringing  of  their  children  b 
now  established  beyond  debate  as  an  enduring 
American  tradition.""  Tn. undermine  this  central 
role  of  parental  choice  is  to  depart  substantially  from 
the  tradition  of  our  law. 

In  this  respect,  the  report  seriously  misstates  the 
situation  when  it  alleges  in  chapter  1  that  only  when 
children  have  severe  disabilities  is  the  claim  of 
parental  autonomy  given  serious  consideration.  In 
fact,  parents  are  generally  held  to  be  free  to  choose 
any  medical  treatment  endorsed  by  a  recognized 
group  of  medical  practitioners.  This  recognized 
right  at  law  plays  a  substantial  role  when  parents 
choose  among  different  chemotherapeutic  ap- 
proaches for  their  children  with  cancer,  often 
selecting  a  treatment  that  offers  a  reduced  chance  of 
survival,  but  involves  less  suffering  and  pain.  Such 
choices  are  made  regularly  throughout  health  care 
and  are  considered  proper,  and  are  proper.  Thus, 
one  can  see  why  the  plurality  in  Bowen  v.  American 
Hospital  Association  emphasized  that  "it  would  al- 
most certainly  be  a  tort  as  a  matter  of  state  law  to 
operate  on  ar.  infant  without  parental  consent." 
The  moral  basb  of  this  legal  consideration  would 
lead  one  to  hope  that,  at  the  very  least,  the 
recommendation  regarding  section  504  of  the  Reha- 
bilitation Act  of  1973  would  inch^de  a  recommenda- 
tion that  no  treatment  be  provided,  other  than  on  an 
emergency  basis,  over  the  protests  of  parents, 
without  a  court  order. 

Reliance  as  far  as  b  feasible  on  parents  choosing 
among  acceptable  medical  options,  which  take  into 
account  the  pain  and  suffering  of  severely  ill 
neonates,  will  not  in  all  cases  provide  protection  to 
those  neonates.  But  over  the  long  run,  such  a  policy 
wOl  constitute  a  step  away  from  a  patemalbtic  elitbt 
posture  on  the  part  of  government  and  towards 
encouraging  responsible  choices  by  parents  in  con- 
sultation with  their  physicians  and  within  the  con- 
text of  current  legal  protections.  Still,  one  must 

>o  At  647. 

»  Wisconsin  v.  Yodcr.  406  U.S.  205,  232  (1971). 


observe  that  one  of  the  reasons  it  is  safer  to  walk  in 
East  Berlin  at  night  than  in  West  Berline  is  that  the 
populace  is  more  effectively  monitored  on  the 
eastern  side  of  the  border.  But  that  commitment  to 
security  has  its  own  substantial  societal  costs. 

The  important  point  in  all  this  is  that,  if  we  as  a 
society  are  not  to  be  enslaved  to  our  medical 
technologies,  we  must  help  empower  patients  or 
their  surrogates,  not  physicians  or  bureaucrats,  with 
the  authority  to  make  the  crucial  decisions.  We  must 
as  far  as  possible  tolerate  decisionmaking  within  the 
context  of  the  family.  Otherwise,  democracies  will 
be  overwhelmed  by  the  technological  imperative. 
Democratic  societies  will  succumb  to  the  seduction 
of  using  all  possible  treatment,  even  when  such 
treatment  is  inhumane  or  violates  human  dignity, 
that  •s,  even  when  it  is  the  source  of  more  harm  than 
benefit  for  those  treated. 

A  State«by-State  Approach  to  the  Implementation 
of  New  High-Technology  Medicine 

A  Federal  system  in  which  the  States  have 
different  punishments  for  such  serious  crimes  as 
murder  and  rape  should  easily  tolerate  a  number  of 
States  exempting  themselves  from  the  Child  Abuse 
Amendments  of  1984.  We  as  a  society  have  only 
begun  the  serious  task  of  developing  policy  for  the 
application  of  high-technology,  high-cost  health 
care,  which  can  often  offer  only  limited  prcnise  of 
success  but  at  the  price  of  significant  p:un  and 
suffering  for  the  patients  treated.  There  is  unlikely  to 
be  one  single  morally  appropriate  way  to  make 
moral  decisions  regarding  when  such  treatment 
should  be  applied.  This  is  the  case  in  medicine 
generally  and  with  respect  to  the  treatment  of  very 
low-weight  neonates,  as  well  as  neonates  who  are 
oom  seriously  ill  with  serious  handicaps.  Our  Feder- 
al system  can  but  benefit  from  the  experience  of 
those  States  that  wish  to  forge  their  own  approaches 
to  responsible  policymaking  in  these  areas. 

Quality  of  Life  and  Artificial  Hydration  and 
Nutrition 

With  regard  to  issues  of  qual:  y  of  life,  the  report 
mixes  apples  and  oranges.  For  example,  in  consider- 
ing the  role  of  quality-of-life  assessments  in  chapter  3 
of  the  December  2,  1988,  draft,  the  report  as\u  why 
so  many  support  and  practice  the  denial  of  life- 
saving  medical  food  and  treatment.  To  begin  with, 

"  At  630. 
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reports  such  as  Kopelman  et  al.  demonstrate  that  the 
primary  contemporary  interest  in  restricting  treat- 
ment involves  cases  of  severely  ill  neonates  where 
♦Jtic  course  of  treatnient  would  be  painfui  and 
inhumane  to  the  child  and  the  chance  of  success 
minimal,  but  not  necessarily  clearly  "virtually  fu- 
tile." Moreover,  the  current  interest  in  restricting 
hydration  and  nutrition  primarily  concerns  neonates 
who  iaye  permanently  lost  consciousness.  In  this 
regard,  it  should  be  noted  that  the  last  Federal 
substantive  examination  of  this  issue  led  to  the 
conclusion  that  'The  decisions  of  patients'  families 
should  determine  what  sort  of  medical  care  perma- 
nently'unconscious  patients  receive.  Other  than 
requiring  appropriate  decisionmaking  procedures 
for  these  patients,  the  law  does  not  and  should  not 
require  any  particular  therapies  to  be  applied  or 
continued,  with  the  exception  of  basic  nursing  care 
that  is  needed  to  ensure  dignifiedand  respectful 
treatment  of  the  patient.?'"  It  should  also  be  noted 
that  medical  care,  at  least  in  the  case  of  adults,  has 
been  interpreted  to  include  artificial  hydration  and 
nutrition.  This  considered  recommendation  conflicts 
with  the  holding  of  the  Redwood  County  Court, 
Family  Division,  in  "The  Matter  of  the  Welfare  of 
Lance  Tyler  Stemhaus,"  ^vhich  was  substantively 
guided  by  the  Child  Abuse  Amendments  of  1984. 
There  the  county  court  required  the  provision  of 
nutrition  and  hydration,  although  the  child  was 
permanently  and  irreversibly  vegetative.  However, 
an  infant,  or  for  that  matter  ai)  adult,  in  a  permanent- 
ly vegetative  state  has  no  capacity  to  experience 
anything.  Again,  these  cases  are  radically  different 
from  those  that  involve  comparing  different  levels  of 
the  quality  of  life  of  individuals  who  have  not 
permanently  lost  consciousness.  The  members  of  the 
Commission  might  consider  what  moral  interests 
they  would  have  in  having  their  bodies  maintained 
with  artificial  hydration  and  nutrition,  were  they 
permanently  and  irreversibly  to  lose  all  con- 
sciousness, and  their  next  of  kin  approved  the 
cessation  of  all  treatment,  including  artificial  hydra- 
tion, and  nutrition.  Whatever  the  Commissioners 
might  consider,  it  should  be  clear  that  quality-of-life 
judgments  in  such  cases  are  radically  different  from 


"  R-esidcnt's  Commission  for  the  Study  of  Ethical  Problems  m 
Medicine  and  Biomedical  and  Behavioral  Research,  Deciding  to 
Forego  UfeSustainins  Treatment  (Washington.  D.C:  U.S.  Gov- 
eraraent  Printing  OfTice,  1983). 

"  For  a  popular  presentation  of  the  plight  of  such  parents,  see 
Robert  Stinson  and  Peggy  Stinson.  ''On  the  Death  of  a  Baby," 


those  that  concern  the  ''quality  of  life"  of  a  perceiv- 
ings profoundly  retarded  child.  In  the  case  of  a 
permanently  and  irreversibly  vegetative  individual, 
there  is  sunply  no  quality  of  life  whatsoever,  so  that 
the  next  of  kin  migjit  very  well  properly  judge  that 
the  provision  of  artificial  hydration  and  nutrition 
would  be  an  indignity  that  violates  the  moral  and 
constitutional  rights  of  the  affl'^ted,  which  may  then 
be  protected  through  the  choices  of  the  next  of  kin. 
This  view  has  increasingly  been  sustained  by  recent 
court  cases,  which  have  recognized  a  constitutional 
right  to  have  such  treatment  refused.  In  this  respect 
the  report's  consideration  of  constitutional  issues  is 
onesided  at  best. 

Fixtog  What  Isn't  Broken  Can  Harm  Rather  than 
Help 

The  proposed  recommendations  appear  directed 
to  a  problem  that  does  not  exist;  they  are  very  likely 
to  do  much  more  harm  than  benefit  to  severely  ill 
neonates.  Moreover,  they  do  not  propose  a  realistic 
solution  to  the  challenge  of  the  continuing  education 
of  medical  specialists,  whose  lack  of  current  infor- 
mation would  be  the  basis  of  a  problem,  were  it  to 
exist  Furthermore,  there  is  a  failure  to  take  adequate 
account  of  the  actual  overtreatment  of  extremely  ill 
neonates  with  poor  prognosis  for  survival.  To  put 
the  matter  in  perspective,  one  would  need  to  talk  to 
the  numerous  parents  who  have  been  forced  to 
overtreat  a  severely  ill  neonate  who  dies  despite  a 
long,  painful,  and  protracted  therapeutic  interven- 
tion.*^ In  addition,  one  would  need  more  sympathet- 
ically to  review  mformation  such  as  that  produced 
by  Kopelman  and  others  regarding  the  overtreat- 
ment of  severely  ill  neonates.  If  one  does  not  do  this, 
one  will  run  the  risk  of  again  forcing  the  critical 
judgment  of  the  courts,  as  from  Justice  Leonard  D. 
Wexler,  who  held  :hat  **the  govemmciit  has  taken  an 
oversimplified  view  of  medical  decision-making.'*  »^ 
By  proceeding  as  if  massive  abuse  were  occurring, 
one  is  likely  further  to  encourage  physicians  to 
overtreat  severely  ill  neonates  who  also  have  signifi- 
cant physical  and  other  disabilities.  Moreover,  the 
acquisition  of  data  and  the  review  of  medical 
records  are  not  harmless  endeavors.  They  not  only 
are  costly  in  terms  of  health-provider  time  and 

Atlantic  Monthly  (July  1979).  64-65.  Numeroui  lUscussions  with 
parents  have  confinned  to  me  that  their  experience  is  far  from 
unique. 

»  University  Hospital,  State  of  New  York  at  Stony  Brook.  U.S. 
Court  of  Appeals  of  the  Second  Circuit.  No.  6779.  Docket 
83-6343.  Feb.  23.  1984. 


164 


ERLC 


1 70 

to 


trouble,  but  can  distract  from  the  effective  treatment 
of  patients  needing  care.  On  this  point,  one  should 
note  that  the  original  Baby  Doe  regulations  spawned 
reviews  of  patient  records  that  impcdea  the  care  of 
ill  patients. 

In  concluding,  I  encapsiUate  the  foregoing  reflec- 
tions in  terms  of  three  general  maxims: 
h  ATotd  seduction  by  the  therapeutic  and  techno* 
lo^cal  ImperatiTet* 

Just  because  a  treatment  offers  sc'ie  benefit  of 
preserving  life,  it  does  not  follow  that  it  is  a  humane 
treatment  The  actual  pain  and  suffering  .involved  in 
a  treatment  must  be  taken  into  consid   \tion  when 
deciding  what  treatment,  if  any,  is  ideated  for 
individuals  who  have  a  good  chance  of  dying. 
2.  Eneoorage  respostlble  choices  on  the  part  of 
indiTldiiali  and  aToid  the  interreatlon  of  govern- 
iqettt  !!Hir!^s^r»def,  wherem  possToIe,  hi  indiYidual 
life-and-deatii  choices. 

Given  the  complexity  of  modem  medical  technol- 
ogy, there  is  the  temptation  to  generate  new  regula- 
tions rather  than  to  rely  on  existing  civil  and 
crimmal  remedies.  If  our  society  gives  m  to  this 
temptation,  this  ^Adll  lead  to  a  bureaucratization  of 
medical  technology,  not  to  a  responsible  and  in- 
formed citizenry  who  can  use  technology  responsi- 
bly. This  will  make  responsible  choices  more  diffi- 
cidt  and  harm  patients,  not  help  them.  Democratic 


societies  should  depart  from  already  well-tested 
criminal  and  civil  remedies  only  when  there  is  clear 
and  convkHjuig  evidence  that  current  approaches 
are  substantive^^  meffectual.  One  must  find  ways  to 
encourage  responsible  choices  by  individual  parents 
with  their  physicians  regarding  the  treatment  of 
severely  ill  neonates  that  minimize  the  mtrusions  of 
third  parties. 
3.  Recognize  that  a  treatment  that  has  a  chance  of 
saying  Uft  may  be  appropriately  dedinedi  if  the 
harms  are  likdy  to  outweigh  the  benefits* 
A  good  example  is  provided  in  adult  health  care 
by  cancer  of  the  pancreas,  which  has  at  best  a  3 
percent  survival  rate,  subsequent  to  very  aggressive 
surgical  resection.  However,  the  morbidity  associ- 
ated with  the  surgical  attempt  to  cure  is  so  great  that 
many  well-informed  individuals,  including  physi- 
cians deciding  for  themselves,  will  reject  the  small 
chance  of  cure  m  order  not  to  be  subjected  to  very 
significant  suffering  in  the  remaining  months  of  life. 
There  is  no  reason  to  believe  that  courts  would  noi 
allow  parents  to  make  analogous  choices  with 
regard  to  their  children.  There  should  be  no  restric- 
tion in  the  ability  of  parents  to  make  such  choices 
with  regard  to  their  newborn  children,  even  if  those 
children  are  bom  with  serious  physical  and  mental 
handicaps.  There  should  be  no  obligation  to  provide 
inhumane  treatment. 
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EXPOSING  OUR  CHILDREN,  EXPOSING  OURSELVES 

Cbmmcnls  on  ibc  Report 
•Medical  DiscrimmalionAgainsl  Children  vwth  Disabililics* 
of  tbe  U;§.  C^tnmissioa  on  Gvil  Rights 

by 

WiUiaro  B.Allen 
Chainnas 


TWO  PHYSICIANS 

Doctor  ThttVroo-B«S,  iloof  with  bU  collcipic,  Doctor 
So-Much*Thc-Bcttcr,  went  to  »cc  t  sick  man* 

The  Utter  exprcucd  hope  %h\\c  hit  comnde  miintiincd 
thfit  the  bed-ridden  patient  was  headed  to  hU 
fortdcxrers. 

The  two  bei});  divided  in  mind  for  a  cure,  the  xick  man 
paiJ  Nature's  pncc,  After  which  Doctor  Diat's^Too'Bad 
seemed  a  prq>het. 

Their  profit  rose  further  from  the  ma>ady.  The  one 
boaited,  •He's  dead,  u  r^vcU  foresaw/  -  'Had  he 
believed  me,*  said  the  other,  "He  would  live  well  stUl.* 

Fontaine 

^  My  collcagucsidte  it  when  I  introduce  literary,  historical,  or  philosophical 
allusion^..  But  FcntLnne's  Btt';,  fable  captures  so  evocatively  the  plight  of  the 
handicapped  newborn,  I  cannot  avoid  opening  vfijh  it.  Perhaps  seeing  it  written 
out  win  make  it  more  bearable  than  merely  hearing  it  read. 

^  I  comment  on  the  disinclination  to  indulge  my  academic  penchants  because 
this  is  one  case  in  which  ii  makes  a  substantive  diffeiencc  in  the  report  we  arc 
abc^t  to  approve  (and  there  is  a  majority  of  this  body  that  has  already  indicated  a 
resolve  to  approve  :t  no  matter  vAat),  Such  a  substantive  effect  emerged  in  our 
prcUminary.discussiqn  last  November,  At  that  time  I  opened  my  remarks  vwth  the 
rfJlection  that  my  reading  of  Hippoaatcs  suggcrted  a  possible  explanation  of  the 
difficulties.  As  the  name  Hippocrates  fell  from  my  lips,  and  just  as  swiftJy,  I 
discerned  m  the  body  language  of  my  colleagues  a'coasidcrable  degree  of 
.friistration  and  bcmuscment  -  so  much  so,  in  fact,  thai  I  dctoured  the  comment  I 
intended  to  make  mto  innocuous  channels  and  let  the  matter  drop. 

I  now  apolopzc  for  my  laint-heariedncss.  While  I  expect  the  sympathy  of 
everyone  y&o  knows  how  difficult  it  is  to  spe^ik  what  no  one  vwshcs  to  hear,  I 
rucopuze  nonetheless  thati  had  then  an  obligaJion  to  persevere.  The  fact'^hat  the 
question  I  wshcd  to  broach  at  that  time  looms  still  more  ominously  now  reproaches 
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my  timidity.  Accordingly,  I  will  set  forth  succinctly  the  concerns  that  emerge 
from  Hippocrates,  before  continuing  with  my  appraisal  of  this  report. 


UFE  AND  HEALTH  THE  ENDS  OF  MEDICINE: 


RIGHTS  NEITHER  DEFINED  NOR  ILLUSTRATED  BY  NEEDS: 

Rights  are  neither  defined  nor  illustrated  by  needs,  not  for  handicapped  nor 
any  other  category  ofAm.ericans.  The  reason  black  people  ought  to  enjoy  equal 
rights  of  citizenship  is  not  that  most  of  them  are  poor,  it  is  rather  that  they  tre 
human  beings  to  whom  the  rights  and  arts  of  self-government  pertain  no  less  ;han 
to  any  other  h«»mans.  We  have  abiding  confidence  that  a  re^me  of  equal  rights  is 
the  surest  relief  for  unmerited  disadavantage.  V/e  reject  the  contention,  however, 
that  to  relieve  disadvantages   to  guarantee  equality  of  rights.  Insofar  as  this 
report  takes  the  opposition  position  on  this  cnidal  question,  we  cannot  approve  it. 
The  correct  application  of  this  prindpic  to  the  handicapped  h  io  insist  that  they 
suffer  no  further  burdens  (above  all  dvil  burdens)  than  arc  already  intrinsic  to 
their  circumstances.  (I  ihif^t  point  out  that  there  is  also  a  moral  corollary,  namely 
that  room  be  left  for  considerateness  by  ot5.ors.] 


HANDICAPPED  OR  DISABLED: 

Consider  this  more  dosely.  Even  the  language  we  use  is  revealing.  We  must 
choose  between  the  words  "handicapped"  and  "disabled."  The      an  orthodoxy,  to 
be  sure.  Neverthel  ^ss,  where  meanings  count  we  remam  frcw  tu  question  even 
orthodoxies.  There  is  a  difference  between  "handicapi^wu  and  "disabled"  which  is 
obvious  -  namely,  the  one  term  is  relative,  the  other  absolute.  A  handicapped 
golfer  is  one  who  golfs,  though  never  so  well  as  another.  To  consult  the  terms 
alone,  a  disabled  golfer  is  one  v^o  can  not,  or  can  no  longer,  golf.  Disabled  means 
to  lack  an  ability,  while  handicapped  means  to  possess  an  ability  in  qualified  form. 
I  Have  prefr  ;/ed  handicapped  in  this  general  discussion  because,  in  the  matters 
that  count  (above  all  rights  of  dtizcnship),  I  am  persuaded  that  the  handicapped 
rather  are  abled  than  disabled,  even  if  sometimes  in  qualified  form. 

If  this  reasoning  b6  correct,  then  we  can  see  the  relevance  of  maintaining 
that  rights  are  neither  defined  pot  illustrated  by  needs.  Insofar  ^:,  rights  relate  to 
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abilities  or  tiuictions,  they  are  defined  rather  by  thai  to  which  the  abiUly  points 
than  by  the  ability  itself.  But  the  abUity  is  nothing  other  thanihene?d,cithc: 
actualized  or  in  some  state  of  development.  The  abiHly  to  take  nutrition  points  to 
the  right  to  life;  the  need  for  nutriment  is  the  abiily  to  take  nutrition  either 
fiyictioning  or  impeded  b  its  functioning.  Only  M*at  needs  nutriment  can  have 
the  ability  to  derive  nutrition  from  sources  of  nutriment  or  to  be  impeded  in  lhat 
regard.  Thus,  only  a  being  endowed  wth  the  right  to  life  can  have  the  ability  iv> 
take^  nutrition  and  therefore  needs  sources  of  nutriment.  We  do  not  say,  because  a 
being  heeds  nutrition,  it  has  the  riglit  to  life,  except  inductively.  Nor,  then,  can 
we  say,  because  a  being  needs  nutrition,  it  has  a  right  to  sources  of  nutriment. 

I  wll  be  prosaic:  if  doorways  in  buildings  wre  characteristically  just  sfac 
feet  high  in  our  society,  such  that  I  would  have  to  stoop  to  enter,  it  would  not 
constitute  the  violation  of  any  right  I  have,  even  though  it  were  more  ^mmodious 
if  I  did  not  have  "to  stoop.  It  v/ould  represent  a  need  but  not  a  right  for  me  to 
have  doorways  tailored  to  my  height,  any  more  than  it  did,  fromlKe  middle  to  the 
end  of  the  18th  century,  for  George  Washington,  who  stooped  to  pass  through  most 
doorways. 

Architects  and  carpenters  cut  doors,  when  constructing  buildings,  to  the 
general  dimensions  of  the  people  who  order  them.  Therefore,  over  time  and  in  the 
aggregate,  architecture  and  carpentry  constructs  buildings  to  what  we  might  call  an 
average  of  humanity.  Tlia!  average  is  not  arrived  a!  by  looking  at  humankind 
altogethen  it  is  anived  at  by  fitting  the  peculiar  needs  of  the  individuals  who 
execute  the  orders.  Over  time  through  that  process  one  will  arrive  at  an  average 
for  all  individuals,  since  most  wiH  fall  within  certain  ranges. 

This  notion  of  the  average  of  humanity,  which  the  architect  ends  up 
approaching  indirectly  by  ser\dng  the  needs  of  the  individual  human,  can  be 
distinguished  from  the  objective  of  health,  that  the  physician  consults.  The  notion 
of  health  is  an  absolute.  It  is  certainly  Uie  case  Oiat  in  any  ^en  individual  tiie 
physician  has  to  inquire  what  condition  of  body  and  mind  will  be  hcalOifuK  That 
inquiry,  moreover,  is  carried  out  on  the  basis  cf  r    ndard  of  healtii  vAich  is  not 
in  fact  arbitrary  or  derived  from  Uie  individual  the  ultimate  goal  of  healOi 
serves  as  a  guide  for  tic  physician  in  elaborating  such  fiinctioning  of  body  and 
mind  as  makes  it  pos^le  for  the  individual, human  being  to  attain  ihc  end  of 
healtii.  That  human  end  has  been  described  or  defined  for  us  in  the  Declaration 
of  Independence  and  tiie  American  tradition  largely  as  the  "pijrsuit  of  hkppmess." 
What  we  may  take  tiian  to  mean  is  that  flie  peculiar  function  of  a  human  being  is 
tile  pursuit  of  happiness,  and  that  healthful  functioning  for  a  human  being  is  to  be 
able  f.o  carry  on  that  pursuit  with  all  of  the  abilities  at  the  particular  human 
bcing'sidisposai.  We  say,  then,  thai  for  the  human  being  health  is  not  any  given 
physical  or  bodily  and  mental  or  spiritual  functioning.  It  is  i^iflier  tiie 
harmosiiang  of  physical  arid  mental  functions  or  abilities  in  the  pursuit  of 
happiness.  Such  abilities  as  any  human  being  has,  and  insofar  as  thoso  abilities 
can  be  properly  harme-  -liied  in  the  pursuit  of  happiness,  would  denc:ninate  lhat 
human  being  a  healthy  human.  Such  a  one  would  function  in  th-  ultimate  way 
that  humans  function  -  namely,  in  the  pursuit  cf  happiness. 

On  that  kind  of  measure  one  can  see  that  handicapped  or  nonhandicappcd 
alike  may  all  enjoy  health.  They  do  not  require  the  identical  capabilities 
phyrfcally  or  mentafiy  in  order  that  their  capabilitcs  may  be  harmonized  in  the 
pursuit  of  happiness.  Insofar  as  this  report  denies  that  there  is  such  a  standard  as 
health  for  human  beings,  it  docs  not  advance  the  cause  of  the  handicapped.  It 
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rather  undcnnincs  standards  moral  an- 1  physical  for  all  human  beings  in  general. 
It  places  the  handicapped  at  a  greater  disadvantage  by  treating  the  standard  of 
health  as  if  it  were  arbitrary  and  merely  subjective  rather  than  flxed  and  absolute. 
Such  a  position  would  surely  scandalize  Aristotle  and  Aquinas,  were  they  \o  see  it 
set  forth  by  students  of  theirs.  And  I  must  confess  that  it  does  no  honor  to  this 
CommisMoner  to  sec  it  come  from  the  ^aff  of  this  Commission. 


THE  REPORT: 

Our  report,  m  its  own  words,  "focusses  solely  on  questlpns  ^^f 
discrimination."  [p.  3j  This  is  the  conect  posture  for  the  Commission  en  Civil 
Rights,  seeking  to  carry  out  its  mandate  under  laws  enacted  by  Congress.  But  that 
noble  profession  is  belied  by  the  note  (#4]  which  addresses  'the  legal  right  of 
chad7en  vnth  disabilities  to  receive  equal  treatment."  This  might  represent  only  an 
iiafelidty  of  language.  It'concurs,  however,  with  the  language  at  page  17,  which 
maintains 

Treatment  decisions  resulting  in  the  denial  of  lifesaving  medical 
treatment  to  children  with  disabiUties  cannot  be  viewed  in  isolation. 
Together  with  discrimination  in  employment,  barriers  to  access  to 
transportation  and  physical  facilities,  and  a  tradition  of  institutionalizatian, 
these  decisions  can  only  be  understood  in  the  context  of  longstanding 
attitudes  and  practices  towscrd  people  with  disabiUties. 

I  believe  th?t  this  is  false;  while  it  is  true  that  discrimination  against  handicapped 
persons  has  been  pervasive,  it  is  not  true  *hat  it  has  been  systematic  F»'ther, 
there  is  present  here  iko  common  fallacy  of  subjecting  ancient  reforms  to  the 
modern  standard  of  criticism,  finding  them  wanting,  and  ihen.  concluding  that  they 
must  have  proceeded  from  ill  motives. 

Tins  is  the  very  argument  -  the  right  to  equal  treatment,  based  on  historical 
deprivations  -  which  I  said  above  creates  problems  in  our  understanding  of  civil 
rights.  In  this  case,  it  obscures  the  responsibility  of  physicians  and  hospitals.  Id 
the  Carlton  Johnsor  .ase,  for  example,  we  focus  on  procedures,  when  erroneous 
judgment  was  at  fault.  These  kinds  of  dcdsions  are  not  medical  dedsfon?;  -  they 
do  not  take  life  and  health  as  their  end.  And  just  as  the  one  most  skilled  at 
concocting  an  antidote  is  also  the  xnxKX  successful  poisoner,  here  we  sec  the 
technology  and  judgment  of  medical  pratictioncrs  warped  out  of  its  natural  order. 
I  believe  our  report  needs  to  tGll  us  how  this  csme  to  be,  but  it  does  not. 

To  undertake  that  mission,  however,  would  have  meant  forswearing  the 
attack  on  ideas  of  'normality."  We  dte  testimony  attacking  that  standard  at  page 
18  (ch.  1),  and  in  note  34  our  own  language,  indicating  that  "sodety  structures  its 
tasks  and  activities .unfairty,  rhows  the  extent  of  our  agreement  wth  it.  But 
sodcty  does  not  structure  its  tasks  and  activities.  Men  and  women  structure  their 
tasks  and  actrWties,  as  architect";and  carpenters  build  for  particular  individuals. 
Society  is  nothing  other  than  Jiie  resulting  aggregate.  There  is  of  course  a 
spectrum  of  abilities,  and  such  a  spectrum  by  definition  must  express  a  statistical 
norm.  When  folk  say  there  is  no  normal  they  might  just  as  well  insist  that  "rcalir/ 
is  whatever  we  say  if  is."  Those  two  statements  have  the  same  truih  value.  That 
kind  of  radical  subjectivity  is  fundamentally  nihilistic  and  ultimately  incompatible 
with  a  stable  moral  order. 
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My  principal  reason  for  objccling  to  the  atluck  on  the  idea  of  uormality  is 
tbat  we  know  that  the  ab-normal  contains  genius  as  well  as  defidcncy,  and  we 
normals  are  unable  to  distinguish  them.  The  purpose  for  attacking  the  distinction 
seems  to  have  been  the  just  desire  to  remove  arguments  from  those  who  would 
support  •elimination  of  people  with  some  disabilities"  [p.  58,  ch.  3].  The 
handicapped  would  derive  greater  protection,  however,  from  being  iitegrated  with 
norma!  people  on  the  score  of  humanity  than  from  attempts  to  deny  the  obvious. 
Considen  All  newborns  are  thrown  on  the  resources  and  care  of  their  parent(s). 
Thus,  in  the  absence  of  medical/community  care,  most  would  survive  on  the 
combinalioM  of  parental  love  and  their  own  eventual  natural  abilities.  On  those 
proands,  many  of  the  handicapped  also  would  surviv    Some,  however,  would  not 
(just  a:  many  of  the  normal  children  would  not).  Then  arises  the  question,  what 
affects  the  prospects  of  those  ^ho  would  not  surwve,  whether  handicapped  or 
normal?  To  answer  that  qu^-  »ion,  we  introduce  medical  sdence  and  community 
care.  It  turns  out  that  art  -  medical  sdence  -  can  supply  much  ofvmi  is  needed 
to  fight  off  pneumonias  and  oUicr  life-threatening  menaces.  Thus,  the  part  once 
informed,  the  initial  love  is  bol'sie^ed  by  access  to  arts  otherwise  not  imagined. 
This  process  should  differ  not  at  all  for  the  handicapped  child  and  the  normal 
child    it  is  the  normal  process! 


HOW  TO  AVOID  INVIDIOUS  DISCRIMINATION: 

If  the  goal  of  protection  for  hand:  capped  newborns  is  to  assure  ihem  access 
to  the  normal  process  of  nurture  and  care,  and  to  avoid  subjecting  them  to  unfair 
civil  lurdens  on  the  basis  on  their  handicaps,  then  we  have  a  strong  basis  for 
issuing  a  report  that  calls  for  changes  in  the  way  we  do  things.  This  report  has 
done  an  excellent  job  of  casr-building.  It  is  a  work  of  advocacy  rather  more  than 
a  dispassionate  analysis.  Ai :  work  of  advocacy,  it  is  not  a  suffident  basis  for 
e^  ^ry  judgment  and  recommendation  we  might  care  to  make.  Nevertheless,  enough 
evidence  is  apparent  here  that  we  are  enabled  to  to  tackle  certain  egrc^ous 
oversights  in  the  legal  framework  through  which  we  seek  to  protea  the  rights  of 
handicapped  newborns. 

The  report  lists  fourteen  recommendations  for  action.  Among  those 
fourteen  one  docs  not  find  the  one  which  I  regard  as  most  urgent  and,  likely,  most 
eff?'*adous.  Since  the  Hippocratic  Oath  no  longer  exists  for  us  apart  from  the 
organic  law  of  this  republic,  it  is  extremely  important  that  we  subject  medical 
practitioners  to  the  judgment  of  American  law  In  light  of  the  promises  of  those 
organic  prindples.  Congress  possesses  and  has  before  exerdsed  every  power 
required  to  make  good  the  pledge  of  the  Fourteenth  Amendment.  Tne  Section  5 
powers  of  Congress  inform  the  Child  Abuse  Amendments. 


.IRST  RECOMMENDATION: 

Those  powers  were  noi  exerdsed  in  su^h  a  way  as  to  ^jisarantee  that  we 
could  assure  ourselve$  that  the  rights  of  handicapped  newborns  were  being 
protected.  Yet,  nothing  is  more  common  in  our  society  than  the  meticulous 
reporting  of  births  and  de(^ths!  It  wuld  require  little  in  the  way  of  additional 
expeme,  and  still  less  in  labor,  !o  require  that  the  births  and  deaths  of 
handicapped  newborns,  wth  notatior    to  course  of  treatment,  be  systematically 
reported  to  the  Department  of  Health  and  Human  Services.  We  have  opted  instead 
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for  a  cumbersome,  jerry-rigged  structure  of  monitoring  that  consumes  resources 
and  delivers  next  to  nothing  by  way  of  sevicc.  To  my  mind,  this  would  be  the 
most  valuable  recommendation  we  could  make,  a  universal  reporting  requirement 
This  requirement,  I  must  add,  is  nothing  unusual,  parallel'mg  what  many  firms  ve 
subject  to  in  other  respects  with  EEOC  or  OFCCP  or  other  agencies. 


RECOMMENDATIONS  IN  THE  REPORT: 

I  concur  with  recommendations  1  and  2  and  4  through  7,  though  not  always 
for  the  reasons  set  forth.*  1  dissent  from  recommendations  3  and  8,  as  expressive 
of  the  author*s  intendon  to  reinterpret  the  language  of  "equal  protection"  into  &  ^ 
language  of  "equal  or  belter  treatment."  1  agree  with  the  thrust  of  recommendation 
4,  but  doubt  the  Commission's  jurisdictional  basis  for  making  it. 

Concerning  recommendations  9  through  twelve,  I  regard  the  entire  P  &  A 
structure  which  they  seek  to  strengthen  to  be  misconceived  in  the  important  respect 
that,  as  the  record  here  shows,  they  elaborate  a  system  whereby  the  righu  of 
handicapped  newborns  are  made  Unuous  and  imperilled  by  the  apparent 
substitution  of  procedural  for  substantive  fairness.  The  P&A  responsibilities  under 
the  Child  Abuse  Amendments  would  make  greater  sense  if,  independi  ntly,  someone 
were  maintaining  the  applicability  of  substantive  standards.  That  would  be  thr-^ 
case  under  a  universal  repor»»ng  requirement  which  facilitated  routine  monitoring. 
A  system  of  intervention  (the  P&A  system  is  relevant  only  where  guarantees  to 
govern  intervention  are  evident)  must  be  understood  as  a  system  to  protect  life,  not 
to  judge  it.  The  current  system  operates  primarily  to  provide  a  Jramcwork  for 
making  life-death  judgments,  and  our  procedural  recommep  ^ations  do  not  change 
that.  The  problem  becomes  apparent  when  one  notes  that  the  P&As  arc  hip  deep  in 
medical  judgmenu  (arid  criticized  for  not  making  them  well),  although  this  report 
maintains  that  we  aim  to  isolate  problems  of  discrimination  from  medical 
judgments* 

CONCLUSION: 

1  said  above  that  it  causes  me  distress  to  receive  from  the  staff  of  this 
Commission  a  report  which  treats  heahh  as  an  arbitrary  and  subjective  standard. 
But  I  do  not  entirely  blame  the  staff;  1  have  to  assume  that  what  they  havB  done  is 
to  react  to  what  they  have  thought  others  desired,  rather  than  to  think  ori^ally 
about  how  it  is  the  handicapped  may  come  to  enjoy  the  rights  of  persons 
guaranteed  m  the  Constitution  and  the  Declaration  -  the  rights  persons  have  to  be 
treated  indiwdually  in  terms  of  the  firm  objective  of  the  pursuit  of  happiness  and 
therefore  of  health.**  Others  not  understanding  that  could  perhaps  be  led  to  make 
demands  ostensibly  in  the  interests  of  the  handicapped,  though  in  fact  harmful  to 
them. 

*  The$e  trc  the  recommendations  «  set  forth  in  the  "Introduction."  The  recommendations  are  numt>ercd 
differently  in  the  concluding  chapter,  and  there  arc  two  more  besides! 

This  is  certainly  to  t>e  expected  when  the  work  of  an  independent  commission  such  as  ours  comes  to  be 
captured  by  advocacy  groups,  as  this  has  been.  The  very  process  which,  last  September.  I  dcscn*bed  as  harmful 
in  the  extreme  «o  this  agenc/s  prospects  for  making  a  meaningful  contribution  to  our  nation's  future,  seems  to 
have  been  the  process  by  which  this  report  was  produced.  Some  say  what's  good  for  the  goose  is  sauce  for  the 
gander.  I  think  it  v    «ry  ptsoti.  If  we  have  any  savin-j  grace  in  this  hour,  it  is  that  some  of  us  remain 
sufftcienffyaleittosi  .idthealann.  It  will  not  happen  again! 
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I  derive  Uus  hint  from  the  many  communicaUons  I  have  re-^eived  fc.  recent. 
■  days  from  organizations  urging  me  to  approve  this  report  without  having  read  it  " 
and  indicating  thereby  that  for  them  the  ideas  are  not  what  count.  They  seem 
ijidcr  the  spcU  of  pie  view  that  there  is  a  kbd  of  politics,  a  kind  of  lobbving  that 
«  ^ntial  to  defend  fundamental  rights  and  which  transcend  the  actual  content 
of  those  nghts.  Whether  they  accept  the  view  of  our  staff  that  rights  are  positive 
and  developmental  (histoncally  developmental,  that  is)  as  opposed  to  bcST 
mabcnablc  and  fundamental,  I  cannot  say.  They  certainly  accept  the  view  fhat  we 
do  not  require  to  think  much  about  them  in  order  to  defend  them. 

Tiis  Commissioner  cannot  accept  that  view.  I  telephoned  the  author  of  the 
first  of  these  letters  and  mquired  whether  he  had  read  the  report;  he  responded 
that  he  had  not,  hut  that  he  was  taking  the  work  of  someone  who  has  read  it, 
someone  here  at  the  Commission,  and  whom  he  trusts.^ow  we^know  that  it  is 
important  to  be  able  to  trust  people  when  we  make  certain  kinds  of  practical  and 
moral  judgments.  For  no  human  Wng  is  capable  of  reviewing  aU  the  facts  and 
circumstances  that  come  to  our  attention  and  demand  a  moral  judgment  But 
having  said  that,  one  must  add  that  it  is  therefore  essential  that  the  persons  whom 
we  trust  mdeed  deserve  -.ur  trust,  that  they  possess  such  capadties  mental^  I 
morally  as  to  make  us  confident  that  we  are  not  likely  to  be  led  astray.  V/h..ver  it 
be  my  correspondent  trusts  here  at  the  Commission  dearly  does  not  rise  to  sudi  a 
standard  of  ability  -  and  perhaps  not  of  honesty  -  as  to  have  merited  that  trust. 

I  assume  that  my  correspondents  do  not  trust  me.  After  all,  they  do  not 
know  nie,  and  what  they  have  heard  of  me  conc<;rning  this  report  is  a  lie.  But 
what  I  have  to  say,  I  say  not  to  gain  their  trust  bu.  to  serve  the  cause  of  truth  I 
can  think  of  no  better  way  to  emphasize  to  y    how  that  operates  than  by 
returning  to  a  frequent  sourccof  ere  for  my  reltections  --  Abraham  Lincob. 

As  I  said    the  outset,  this  report  is  go>^g  to  be  approved  today.  It's  going 
to  be  approved  without  my  having  had  serious  opportunity  to  contribute  to  its 
shape  or  structure.  I  am  jwt  proud  enough  to  be  rductant  to  add  my  name  to 
anything  thatj  have  been.denied  occasion  to  shape  -  not  that  I  lade  time,  not  that 
we  lack  i^c  opportunity  at  this  Commission,  which  is  here  today,  will  be  bade  next 
month,  and,  as  everybody  kno^^  v;ill  be  here  through  this  year,  but  -  because 
others  have  wllfuiiy  structured  the  process  with  the  purpose  in  mind  to  deny  me 
such  an  oppoiiteflity.  Having  been  denied  that  opportunity,  then,  I  will  attadi  f  Js 
statemrnt  to  the  report  ~  and  I  will  do  it  in  the  spirit  of  Abraham  Lincoln,  in  that 
spirit  he  expressed  ,n  the  "Subtreasuty  Speech  of  1839"  and  with  whidi  I  now  dose: 

hmay  be  true;  if  it  must,  let  it.  Many  free  countries  have  lost  their 
hberty;  and  ours  may  lose  hers;  bit  if  she  shall,  be  it  my  proudest  plume,  not 
that  I  was  the  lasl  to  desert,  but  that  I  never  deserted  her. . .  I  cannordeny 
that  a^l  may  be  Gwept  away.  Broken  by  it,  I.  too,  may  be;  bow  tc  it  I  never 
will.  llieprof'flW%  that  we  may  fall  in  the  struggle  oH^/i/«o/  to  deter  us 
fror- the  support  of  a  cause  we  believe  to  be  just;  itj/w/Zno/determe.  If 
ever  I  fed  the  soul  within  me  elevate  and  expand  to  those  dimensions  not 
whoUy  unworthy  of  its  Almighty  Architect,  it  is  whidi  I  contemplate  the 
cause  of  my  country,  deserted  by  all  the  world  beside,  and  I  standing  up 
boldly  and  alonts  and  hurling  defiance  at  her  'Wctorious  oppressors.  Here 
wthout  contemplating  conseque  ices,  before  High  Heaven,  and  in  the  face 
of  the  world,  I.'  .-ear  eternal  fidelity  to  the  just  casut,  as  I  deem  it.  of  the 
land  of  my  hfe.  my  liberty  and  my  love. . .  Let  none  faulter.  who  thinks  he 


is  ri^t^  and  we  may  succeed*  But,  if  after  all,  we  shall  fail,  be  it  so*  We 
s<ill  have  tlie  proud  consolation  of  saying  tc  our  consciences,  and  to  the 
departed  shade  of  our  countr/s  freedom,  that  the  cause  approved  of  our 
judgment,  and  adored  of  our  hearts,  in  disaster,  in  chains,  in  torture,  in 
death,  we  never  faultered  in  defending* 


APPENDIX 


AN  EDIPUS  COMPLEX  TOWARD  LIFE 
(An  Essay,  as  it  appeared  in  THE  CRA  NEWS,  fall  1986) 


Abortion  deprives  us  of  the  deepest  instincts  of 
humanity.  This  is  the  conclusion  which  lies  at  the  bottom 
of  the  heated  debate  which  still  rage^i  within  the  United 
States  and  ought  to  stir  the  world  itself.  From  the  racist^ 
eugenics-oriented  movements  which  introduced  the  idea  of 
systematic  abortion  early  in  this  century,  to  the  current 
righteous  defense  of  indifferent  abortion,  the  results  are 
the  same:  they  rest  on  the  premise  that  we  can  become  dull, 
insensitive  to  the  claim  of  humanity  which  is  at  stake. 

The  preferred  philosophical  base  of  pro-abortionists 
resembles  the  Oedipus  prophecy  —  there  are  exceptional 
cases  in  which  humanity  itself  recoils  from  demanding  that  a 
pregnancy  be  carried  full  term.  Rape,  incest,  and  deformity 
usually  head  the  list.  This  kind  of  reasoning  has  a  glaring 
default.  It  will  be  understood  best  if  oae  rehearses  the 
college  philosophy  example  of  the  life-raft  scenario.  Two 
persons  adrift  at  sea  on  a  life-raft  are  starving.  Their 
chances  are '  minimal  at  best  and  absolutely  nil  if 
nourishment  is  not  .found.  In  that  situation,  is  it  just  that 
one  of  the  -wo  might  resort  to  canniablism  (eating  the 
othfer)  in  order  to  have  any  chance  at  all  of  surviving? 
Generally,  everyone  answers  yes,  just  as  most  people  are 
inclined  to  say,  "yes,  in  the  casta  of  incest  I  can  conceive 
of  abortion  as  at  least  a  justifiable  homicide."  Ought  we 
to  conclude  from  this  exception,  however,  that  'che  general 
morc^l  rule  must  therefore  admit  the  propriety  of  cannibalism 
or  abortion  in  any  case?  Clearly  that  is  not  so,  and  we 
require  above  all  today  to  make  clear  why  it  is  not  so* 

Whan  a  decade  ago  I  asked  the  "right  to  life"  movement 
to  speak  of  the  "unborn  child"  instead  of  the  "foetus",  the 
motivating  idea  was  that  language  plays  an  important  role  in 
focussing  our  moral  antennae  and  such  a  tactic  was  needed 
to  fend  off  the  insensitivity  with  which  we  were  surrounded. 
I  continue  to  believe  that  this  is  necessary,  but  we  now 
require  more  than  words,  we  need  to  resurrect  an  entire 
hume^nitarian  tradition  in  order  to  prevail  in  this  struggle. 
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moral  distinction.    A  girl  is  a  human  bsingl    No  one  who  has 

^ ^^'^  °^  ^.^^  9irl  can  claim  to  h^ve  any 

doubts  about  her  humanity.  What  he  is  saying  to  us  is  that 
he  prefers  boy  humans  to  girl  humans.  As  occurs  so  often  in 
human  affairs    we  discover  in  the  practical  arts  of  hlaS 

""^^  ^"^^^  ^"^^^  answering  difficult  moral 
questions  than  in  mountains-  of  abstruse  scientific 
iuirih!n°;;.  the  scientists  continue  to  debatl  aboi? 

Dust  when  the  onset  of  humanity  occurs,  the  people  of  South 

SrilT""''^^''^  ^.^t^  "^^^y  full' well:     namely,  fr^m 

the  moment  one  can  determine  the  unborn  child's  gender 1 

One  would  imagine  that  this  discover^  merited  headlines 
and  huzzahs:      The  long  sought  answer  found!   Unborn  child 

ml^^f^i!;^?  ^r^?  ^""f"  5^^^'     Sup^me  court  now  has 

guide  to  follow!    But  no.  The  news  is  rather  different,  "s 
Korean  Parents  Tip  Birth  Ratio."  "In  the  first  ten  months  of 
^he  year,  there  were  117  male  births  for  every  lOO  females." 
Normally,  male  births  outnumber  female  births  only  slightly, 
and  the  numbers  are  evened  up  later  by  a  higher  mortality 

-?^t„^'"°^^  ""^i^v*  °^  doctors  who  sounded  the 

alarm.  Dr.  Roh  Gyung  Byung,  declared  it  "a  terrible 
situation,"  and  rightly  so. 

stron«w^"L^^jK"^^''^^^^^^^  necessity  of  this  conclusion  so 
SS^?JL     K  ^J?^    recent    report    from    South    Korea,  that 

^!   ^^^^^    ^^^"9    practiced    to  indulge 
finS^  Pre^ydice  about  the  preferred  gender  of  offspring! 

SS??^  v^'""^^  ^^^"^  ^°  ""^^^  for  boys 

.  "^^^^    ^°    P^"^^  think    over  the 

ia£  noAThiJ'^  ■  '^^^  .    P^°g^ess  °f  modern  science  hal 

made  possible  a  pre-.^rm  identification  of  gender  in  the 
unborn  child.    What  has  followed  is  this  systema?ic  abortion 

Idea  ^^"'"^  ^h^^^-     Note  that  the  ve?? 

idea  of       identifying  a  child's  gender  entails  a  necessarj 

a-v.,-  ?°  ""derstand,  however,  just  how  terrible  it  is? 
pis  story  IS  in  fact  confirmation  of  just  how  low  we  have 

?r?rnMnd^"  "^^M^  f-"'/  °>f  humanity.  AiortiSSs  a?e  not'^nlw 
4.  "^"^^"d'  however,  have  not  always  been  so 
insensitive  to  them.  The  classic  story  of  abortion  -- 
exposure  of  the  unwanted  infant  -  was  written  by  Sophocles 
and  inspired  Sigmund  Freud  with  the  lynchpin  of  hi^ 
psychological  theories,  the  Edipus  complex.  Sophocles'^ 
n«?=S  ^^P°^^d  :)"st  after  his  birth,   but  the 

nurse   entrusted  with   the  chore   could  not   look  upon  the 

leaSf^thf  l^"^  ^""^  ^^'^^^^^  callousness.     Rather  than 

leave  the  child  to  the  tender  mercies  of  wild  beasts,  she 

humani^v'"  ^hl '^''^        ^  ^^^^^^^         ^o  a  mature 

humanity.  The  tragedy  wnich  resulted  for  Oedipus'  family 
has  often  been  misinterpreted  as  resulting  from  the  nurses' 
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tenderness*  A  more  understanding  reading  would  show  that  it 
deriveJ:  rather  from  the  decision  to  abort  —  an  attempt  to 
avoid  a  prophecy  of  tragedy,  which  misread  the  prophecy  as 
referring  to  events  yet  to  come  and  not  to  the  character  of 
the  very  persons  who  att«>mpted  the  abortion* 

The  children  who  are  exposed  today  are  less  fortunate* 
They  never  meet  with  such  nurses  as  Oedipus'  even  when  they 
might  have  a  chance  of  being  raised  to  mature  humanity  by 
strangers.  Despite  the  feeble  efforts  of  government  to 
mandate  care  for  aborted  children  who,  with  the  assistance 
of  science,  might  yet  survive,  the  prevailing  moral  climate 
produces  virtually  no  examples  of  such  heroics.  Is  it  not 
clear  that  the  child  who  is  exposed  by  being  ripped  from  the 
womb71!s  at  a  great  disadvantage  compared  to  Oedipus?  Those 
whose  souls  would  have  to  resonate  with  the  instincts  of 
humanity  are  already  dulled  into  insensitivity  by  the  very 
operation  through  which  they  eliminate  the  child. 

The  modern  world  cannot  depend  on  second  thoughts  to 
preserve  the  instincts  of  humanity.  Modern  science  leaves 
no  room  for  second  thoughts.  Lest  we  are  to  part  forever 
from  the  tradition  of  humane  caring,  we  have  no  alternative 
but  to  place  abortion  itself  under  a  severe  proscription. 
The  Edipus  Complex  —  a  son's  rivalry  with  his  father  and 
love  for  his  mother  and  its  converse,  the  Electra  Complex  — 
acquires  a  perverse  meaning  in  a  world  in  which  fathers  and 
mothers  viake  the  choices  which  South  Korean  parents  are  now 
making;  The  new  Oedipus  must  die,  unless  we  collectively, 
as  a  generation,  make  a  commitment  to  him  before  he  is 
exposed  to  the  danger.  This  is  the  possibility  we  now  avait, 
assuming  that  he  is  not  already  among  the  lost. 


William  B.  Allen 
Professor  of  Government 
Harvey  Mudd  College 
Claremont,  California  91711 
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lExecutive  Suimiary  and  Appendices  OTitted.] 


INTRODUCTION 


The  tern  baby  doe  refers  to  a  severely  disabled  Infant  with  a 
life-threatening  condition  who  is  denied  appropriate  jasdical 
treatment.    Two  highly  publicized  court  cases  called  national 
attention  to  baby  doe  in  the  early  1980s,  and  led  to  Federal 
legislation  to  protect  the  rights  of  such  infants. 

In  the  first  case,  an  infant  known  as  Baby  Doe  was  born  with 
Down's  syndrome  and  a  surgically  correctable  blockage  of  the 
esophagus.    The  baby's  parents  and  doctor  agreed  that  surgery 
should  not  be  performed  and  that  food  and  water  should  be 
withheld  froa  hia.    The  hospital  sought  a  court  order  to 
permit  surgery,  but  the  court  upheld  the  parents'  decision, 
and  the  State-supreme  court  refused  to  disturb  the  lower 
court's  ruling.    Baby  Doe  died  before  the  case  could  be  filed 
in  the  U.a.  Supreme  Court. 

The  second  case  involved  an  infant  known  as  Baby  Jane  Doe, 
vho  was  born  with  multiple  neural  tube  defects,  including 
spina  bifida  (an  open  lesion  on  the  spine) ,  miorocephaly  (an 
abnormally  small  head) ,  and  hydrocephaly  (an  accumulation  of 
fluid  on  the  brain) .    The  parents  approved  medical  treatment 
to  reduce  the  chance  ef  infection,  but  refused  surgery  to 
close  the  spinal  lesion  and  drain  excess  fluid  from  the 
baby's  brain.    The  parents'  decision  was  later  upheld  by  the 
state  courts.    It  is  not  known  what  became  of  Baby  Jane  Doe. 

In  March  1983,  the  Department  of  Health  and  Human  services 
(HHS)  published  an  interim  final  rule  stating  that  section 
504  of  the  Rehabilitation  Act  of  1973  applied  to  handicapped 
infants  and  establishing  a  Federal  hotline  for  reports  of 
failure  to  feed  and  care  for  such  infants.    One  month  later, 
the  interim  final  rule  was  struck  down  in  U.S.  District 
Court.    The  Department  published  revised  proposed  regulations 
in  July  1983  and  final  regulations  in  January  1984.  These 
final  regulations  were  struck  down  in  U.S.  District  Court  in 
June  1984 i 

The  two  haby  doe  cases  and  the  subsequent  debate  among 
medical,  professional,  pro-life  and  disabilities  groups 
regarding  the  ethics  of  ttw«atment/nontreatment  decisions 
affecting  disabled  newborns,  including  the  role  and 
responsibilities  of  states  and  the  Federal  Government, 
culminated  in  passage  of  the  1984  amendments  to  the  child 
Abuse  Prevention  and  Treatment  .iCt. 

The  amendments  required  State  CPS  units  receiving  formula 
grant  funds  under  the  Act  to  define  baby  doe  situations  as 
medical  neglect,  to  establish  procedures  for  responding  to 
reports  involving  such  infants,  and  to  have  liaisons 
designated  In  hospitals  where  babies  are  born  or  treated  to 
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insure  the  imraedlata  referral  of  potential  baby  doe  cases  to 

Jfi  ^  implementing  regulations  were  published  in  April 
1985  • 

The  amendment*  also  required  HHS  to  publish  model  guidelines 
encouraging  hospitals  to  establish  infant  Care  Review 
Committees  (iCRCa) .    Model  guidelines  were  published  in  April 
X985.    The  icRCs  are  intended  to  educate  hospital  personnel 
and  families  of  severely  >2isabled  Infants,  recommend  policies 
and  guidelines  concerning  the  withholding  of  treatment,  and 
review  cases  involving  sueh  infants. 

This  inspection  was  initiated  at  the  request  of  the  Surgeon 
General  and  the  Administration  for  Children,  Youth  and 
Families,  which  administers  the  hct  within  HHS.    The  purpose 
of  the  inspection  was  to  determine  "(1)  how  states  are 
carrying  out  their  baby  doe  responsibilities,  and  (2)  how  a 
group  ot  hospitals  with  responsibility  for  acute  infant  care 
are  structured  and  functioning  to  address  potential  baby  doe 
situations. 

The  inspection  was  carried  out  in  two  phases.    One  phase 
consisted  of  a  telephone  survey  of  CPS  units  in  all  50  States 
and  th(>  District  of  Columbia.    A  second  phase  involved  visits 
to  10  large  hospitals  in  8  major^  cities  around  the  country. 
Seven  were  children's  hospitals • identified  with  assistance 
from  the  surgeon  General. 

This  report,  entitled  "Survey  of  State  Baby  Doe  Programs," 
describes  the  results  of  our  survey  of  State  CPS  agencies.  A 
companion  report,  entitled  "infant  Care  Review  Committees 
under  the  Baby  Doe  Program,"  presents  the  findings  of  our 
hospital  visits. 
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FINDINGS 


r»TATS  BABY  DOB  PROCEDURES  ESTABLISHED 

The  Child  Abus«  Amenctoents  of  X984  (P.L.  98-457)  require  that 
in  order  to  qualify  J!or  formula  grant  funds  under  the  Act, 
States  must  define  Saby  doe  situations  as  medical  neglect, 
and  establish  procedures  within  the    >,ate  Child  Protective 
Services  (CPS)  syaten  for  responding*  -o  baby  doe  reports. 
State  procedures  were  required  to  be  in  place  by  October 
1965,  and  to  include  provisions  for: 

o     designating  individuals  in  hospitals  to  &erve  as  the 
official  liaison  with  CPS  for  all  baby  doe  natters, 

o     prottpt  notification  of  CPS  by  these  individuals  of 
suspected  baby  doe  casts,  and 

0     authority  for  Ci?S  to  pursue  legal  remedies  to  prevent  the 
inappropriate  withholding  of  treatment  froa  these 
infants. 

Under  the  Act,  States  way  apply  fox  two  types,  of  grants: 
Basic  Grants  and  Disabled  Infant.  (Baby  Doe)  Grants.  In 
Fiscal  Year  1986,  Basic  Grants  io  States  totalled  $9  million, 
and  $2.4  million  was  distributed  nationwide  in  Baby  Doe 
Grants.    In  order  to  qualify  for  a  Baby  Doe  Grant,  a  state 
taust  first  qualify  for  and  receive  a  Basic  Grant, 

ffa  surveyed  CPS  agencies  in  all  5^  States  and  th^  District  of 
Columbia.    Forty-one  jurisdictions  received  both  Basic  and 
Baby  Doe  Grants  for  Fiscal  Year  1986.    Seven  other  Stateb 
applied  for  and"  received  only  Basic  Grants,  and  three  States 
(California,  Indiana  and  Pennsylvania)  did  not  apply  for 
either  Basic  or  Baby  Doe  Grants.    Appendix  A  summarizes  tr.e 
.types  of  activities  undertaken  by  States  with  their  Fiscal 
Vear  1986  Baby  Doe  Grants. 

Ten  States  reported  they  have  passed  special  State  laws  or 
amended  existing  legislation  to  address  baby  do? 
An  eleventh  State  has  developed  a  baby  doe  regulation  which 
is  expected  to  become  law  duking  1987.    The  remaining  States 
indicated  thi.t  new  legislation  has  not  been  necessary  because 
their  e-isting  child  ibuse  and  neglect  legislation  covers 
baby  doe  situations. 

Eoxty-eioht  States^  including  the  seven  which  did  not  apply 
for  Fiscal  Year  1986  Baby  Doe  Grants^  reported  that  'f/^J^ 
ISy  aoe  procedures' have  been  established.    Our  surv.ry  found 
that  all  Stat*  proceaures  include  Provisions  J^r  prcwpt 
notification  and  CP^  le^al  intervention^  and  nearly  all  nave 
inat  the  hospital  liaison  designation  '  ^quirement  in  aet. 
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HQSpHal  U^i90r)9  PP.stanafced       K'^Bt  Hospital^ 

Th«  foljowina  tablo  dtpict*  Stat««'  progress  in  deslanatina 

(a«  of  Marcel  1987) 

NUMBER  P??Rrppr 

All  hospitals  vitA  NICUs  27*  51  2- 

or  OBs  * 

Koro  then  two-thirds  of 
hoipita*»:  with  NICUi 
or  0B3 

Less  than  two-thirds  of 
hospitals  with  NICUs' or 
OBc 

Don't  Know 

fciaisons  not  required 
fNonparttcjpatiiiq  gt?^*^?)  

TOTAL 

*  Includes  6  states  not  receiving  Federal  baby  doe  funds. 

**  Includes  I  state  not  recsiving"  Federal  baby  doe  funds. 

According  to  C^3  respondents  in  r^^^  "tates,  hospital  liaisons 

^^^^^  .^o-thirds  o?^iu  hospitals 
S^^JkJ^S^^***'^^  treated,    in  six  States,  fewe?  than 

?ri^  ifS-o^^"'''\^2*P'-^?J*         designated  liaisons,  while 
hiv«%f^?i!f*.fS  not  know  the  percentage  of  hosf^itals  which 
have  designated  liaisons.    jBight  states  not  currently 
It^-ililL^  doft  funds  are  nevfirt-heless  following  the  Act's 
re(ZJ^xreiaent  to  designate  hospital  liaisons. 

^'x^L'?^®  States  providing  information  on  frequency  of 
updating  their  lists  of  hospital  liaisons,  28  indicated  their 
lists  -ara  updated  annually,  and  5  others  update  periodically 


13** 

25 

6** 

12 

3 

6 

2 

4 

51 

100  t 
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Prompt  Notification  Syster  Established 


Our  survey  found  that  all  States  have  systems  in  place  to 
insure  that  CPS  agencies  o^n  be  notified  immediately  of  any 
suspected  instances  of  child  abuse  or  neglect,  including 
potential  baby  doe  cases*    These  systems  have  been  in  opera^ 
tion  for  many  years*    Major  features  of  prompt  notification 
systems  include: 

o     legal  requireiaent  for  all  professionals  tc  report  any 
suspected  instance  of  child  abuse  or  neglect  to  CPS; 

o     procedures  for  hospital  liaisons  to  follow  in  reporting 
potential  baby  doe  cases;  and 

c     toll-free  phone  nuttbere. 

About  80  percent  of  the  states  indicated  that  they  have 
either  statewide  or  local  24-hour  toll-free  phone  numbers  for 
receiving  reports*    While  the  remainder  do  not  have  toll-free 
numbers,  they  receive  and  respond  to  reports  through  local 
CPS  offices  during  normal  working  hours /  and  have  provisions 
for' 24*l:our  phone  coverage  using  a  variety  of  arrangements* 
These  include  keeping  local  CPS /.switchboards  open  24  hour* 
and  using  the  911  emergency  number  or  local  poiice  department 
as  the  first  point  of  access. 

Legal  Intervention  Aut^horit^y  Already  Available 

AU  States  reP^^ted  that  CPS  agencies  have  historically  had. 
itgal  authority,  under  state  Taws^  ro  intervene  whfin. 
necessary  to  protect  the  well-beipa  oX  ab^igetf  or  ne^lucted 
children*    Potential  b^y  doe  situations,  are  coyerftj  tinder 
this  autn<?rity.    The  CPS  respondents  indicated  that  if  their 
investigation  of  a  potential  baby  doe  case  determined  that 
Medically  indicated  trea^an^nt  was  being  wtthheid",  tney  would 
seek  temporary  custody  cf  the  infant  and  a  court  prder.  to 
ailo^^  the  needsd  tjreatment  tc  be  provided. 
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BABY  DOE  COMPARED  WITH  REGUTAR  CPS  INVRSTIGATIOW? 

We  asked  CPS  respondents  how  their  baby  doe  procedures  differ 
froa  those  used  when  investigating  other  reportis  of  child 
ab'.isa  or  neglect.    Three  major  differences  were  cited 
consistantiy:    iaro.ediate  response,  use  of  medical  consultants 
and  state  level  involvement. 

1.  Itnmcdiata  Response 

States  report  that  due  to  the  urgency  and  potentially 
life-threatening  nature  of  baby  doe  situations,  these 
reports  are  considered  c»ergencics  and  are  investigated 
imaediately.    In  general,  states  require  that  the 
investigation  begin  with  an  iamediate  call  to  the 
hospital  liaison  where  the  infant  i?  located  to'  ^x^certain 
the  basic  facts  in  the  case.    In  sone  states,  a 
preliminary  report  is  requirea  within  aa  little  as  2 
hours . 

2.  Oss  of  Medical  CQnsuHr.;?y^f ^ 

All  States  report  they  have  access  to  medical  consultants 
to  make  medical  determinations  in  baby  doe  cases,  states 
use  21  variety  of  arrangements  to  insure  immediate  access 
to  and  availability  of  qualified  medical  consultants. 
Those  mentioned  most  frequently  were  State  level 
contracts  with  medical  schools,  children's  hospitals  or 
private  pediatricians;  and  agreements  with  medical 
professionals  employed  by  the  state  (frequently  in  state 
health  or  social  ssrvices  departments). 

In  a  few  States,  local  CPS  offices  are  responsible  for 
obtaining  medical  consultants.    Several  states  have 
established  multidisciplinary  teams  to " investigate  baby 
doe  reports.    These  teams  typically  consist  of  a 
pediatrician  or  neonatologist,  a  social  worker  and  a  CPS 
worker,  and  could  also  include  other  medical  specialists 
and  legal  expertise. 

3.  State  Level  Involvement 

Abuse  or  neglect  reports  are  routinely  investigated  at 
the  local  level.    State  CPS  offices  set  policies,  provide 
guidance  and  monitor  the  performance  of  local  offices, 
but  rarely  conduct  investigations.    Because  of  the 
sensitivity  of  potential  baby  doe  situations,  many  states 
have  elevated  the  level  at  which  these  cases  are  handled. 
Nine  States  reported  that  the  initial  baby  doe 
investigation  would  actually  be  "onducted  by  state  C2S 
staff.    Several  others  require  t».at  the  State  office  be 
no-ified  immediately  when  o  baby  doe  report  is  received; 
while  the  Initial  investigation  would  be  handled  locally, 
the  State  ori;ice  would  be  kept  informed  and  could  step  in 
to  lead  or  participate  in  the  cise  if  needed. 
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ESTABI^TSHMENT  OF  HOSPITAL  INFANT  CARE  REVIEW  COHMITTBES 

As  required  by  the  baby  doe  amendments/  HHS  published  model 
guidelines  to  encourage  hospitals  with  acute  infant  care 
responsibilities  to  establish  infant  care  review  committees 
(ICRLS) .    iCRCs  are  intended  to  educate  hospital  staff  and 
fanili*i»  about  baby  doe  situations,  develop  hospital  policies 
and  review  potential  baby  doe  cases. 

W»  asked  CPS  units  how  many  hospitals  in  their  States  have 
ftstablished  ethics  committees  or  ICRCS.    State  responses  are 
shown  below. 

HOSPITALS  WITH  IKFANT  CARE  REVIEW  COMMITTEES 

RESPONSE  SIMSa 

NUMBER  PERCENT 

All  hospitals  with  OBs/NICUs 
More  than  half  of  hospitals  with  OBs/NICUs 
Half  or  fewer  hospitals  with  OBs/NICUs 
All  large  hospitals  with  OBs/NiqUs 
Unknown/No  response 

Thirteen  States  (25  percent)  reported  that  all  hospitals  with 
OBs  or  NICUs  have  ethics  committees  or  iCRCs.    The  CPS 
respondents  in  22  other  States  (43  percent)  estimated  that 
comaittees  have  been  established  in  half  or  fewer  such 
hospitals.    Ten  States  (20  percent)  did  not  provide  any 
estimate.    Additional  detail  on  the  number  of  hosjjitals  with 
ICRCs  established  is  provided  at  Appendix  B. 

State  estimates  are  generally  consistent  with  the  findings  of 
it  national  survey  recently  completed  by  the  American  Academy 
of  Pediatrics  (AAP)  .    The  AAP  survey  found  that  as  of  August 
1986,  about  52  percent  of  hospitals  with  over  1,500  births 
annually  or  an  NICU  were  using  committees  to  address  ethical 
questions  related  to  the  care  of  severely  disabled  infants. 
An  additional  8  percent  were  considering  forming  such  a 
committee.    [National  Collaborative  Survey  of  Infant  Care 
Review  Committees,  AAP,  March  1987]. 
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25% 
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22 

43 

4 

8 

10 

20 

-  7  ~ 


192 


\  ESTABLISpMEWy 

c<?hhit7:ees 


RESPONSE 


smss. 


PERCENT 


Sone  encouragei&ent 
Little  or  no  activity 
Local  responsibility 


23 


14 


4 


27 


45% 


Function  contracted  out 


3 


6 


Ko  response 


7 


14 


Nearly  half  of  the  States  mentioned  activities  to  encourage 
hospitals  to  establish  ICRCs.    Efforts  range  from  letters  to 
hospital  administrators  and  CPS-sponsored  seminars  for 
hospital  personnel  to  devclop»ei?t  of  i.cRC  models  and  hosting 
conferences.    About  25  percent  of  the  S*--ates  have  done  little 
or  nothing  in  this  area.    In  some  States,  most  or  all 
hospitals  with  NICUs  have  already  established  ICRCs  or  ethics 
committees,  and  no  encouragement  from  CPS  agencies  is  needed. 
Other  states  feel  that  such  a  decision  rests  with  the 
hospital  and  it  would  be  presumptuous  of  CPS  to  assume  any 
role  in  that  decision. 
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SIX  BABY  DOE  CASES  CONFIRMED  SINCe-OCTOBER  lOfl^ 


W«  asKed  CPS  agencies  how  »any  baby  doe  reports  bad  been 
received  in  thtir  States,  both  befor«  and  after  October  1985, 
when-th*  baby,  doe  regulations  tooK  effect.    As  the  following 
chart  shows,  the  volume  of  raports  received  did  not  increase 
after  October  1985. 

BABY  DOE  REPORTS  RECEIVED  BY  CP^  AflEHCtE^* 


Alabama 

0 

2 

Alaska 

0 

X 

Arizona 

0 

X 

Arkansas 

1 

0 

Conntcticut 

1 

0 

Florida 

0 

1 

Gtor^ia 

4 

1 

Illinois 

3 

0 

Indiana 

1 

0 

Kansas 

0 

1 

Kentucky 

1 

0 

MAirvland 

*«9a»  ^  dLC«i«V* 

0 

1 

Minnesota 

0 

X 

New  Hampshire 

1 

0 

Kew  Jersey 

2 

X 

Hew  York 

0 

a 

North  Carolina 

1 

0 

North  Dakota 

X 

0 

Oklahoma 

0 

3 

Oregon 

2 

0 

Pennsylvania 

X 

0 

Texas 

0 

X 

Virginia 

X 

0 

Washington 

0 

3 

Wisconsin 

X 

0 

Wyomina 

1 

0 

TOTALS 

22 

19 

*  Does  not  include  States  which  have  never 
received  a  baby  doe  report  or  for  which  no 
information  is  available. 

According  to  respondents,  22  baby  doe  reports  were  received 
in  15  States  before  October  1985,  and  19  reports  were 
received  in  13  States  since  1985*   Twenty-four  states  have 
never  received  a  baby  doe  report,  and  one  state  does  not  keep 
records  at  the  Stjitft  Idvel. 
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Limited  information  was  available  on  13  of  the  22  baby  doe 
reports  received  before  October  1985  •    ybe  CPS.  inter^/  wad  in 
5  of  the  ,13  cases-  and  treatment  decisions  were  changed  in  4 
Tnstaxicfi3-    It  is  believed  that  two  of  the  affected  infanta 
"survive c    In  six  cases,  CPS  review  determined  that  the 
charges  were  unfounded,  and  two  reports  were  not  considered 
true  baby  doe  cases*    See  Appendix  C  for  additional  detail  on 
individual  cases* 

In  6  of  the  19  reports  received  since  October  1985,  CPS 
investigation  resulted  in  intervention  by  the  agency  to 
insure  the  proper  application  of  the  baby  doe  treatment 
guidalines,    four  of  JbtiftAB  .cases  jLnyoivtiS  InfaiLts  born  yith 
severe  birth  defects,  one  was  a  iow-birthweight  infant,  and 
one  Baby  was  born.  healEliy  but  suffered  severe  physical  abuse. 
Treatment  decisions  were  changed  in  all  six  cases^  five 
of  "tjiji  aiCer-tfed  inf^ntuj  were  Jiving  ac  t:ne  time  of  our 
'inspect  ion  t 

In  nine  cases,  CPS  investigation  confirmed  that  the  baby  doe 
treatment  guidelines  were  being  applied  appropriately  and  no 
further  action  was  required.    Six  of  the  affected  infants 

were  severely  disabled  at  birth,  while  three -were  born 
normal.    Two  of  the  three  suffered  child  abuse  while  the 
third  was  injured  in  a  fire« 

Of  the  remaining  four  reports  received  by  CPS  agencies,  two 
were  determined  not  to  be  true  baby  doe  cases,  and  no 
information  is  available  for  two  reports. 

Additional  information  on  the  19  baby  doe  reports  received 
since  October  1985  is  provided  at  Appendix  D. 
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In  Fiscal  year  1986,  nearly  $11.5  million  in  Federal  funds 
was  distributed  to  States  in  the  form  of  Basic  Grants  and 
Baby  Doe  foniiula  grants.    Over  $2.4  million  {21  percent)  of 
this  total  was  for  Baby  Doe  Grants* 

We  asked  CPS  agencies  to  comment  on  the  appropriateness  of 
their  baby  doe  responsibilities  and  the  need  for  continued 
Federal  Baby  Doe  Grants.    Some  States  made  more  than  one 
comment,  while  others  chose  not  to  comment  at  all*    The  range 
of  opinions  expressed  by  respondents  are  highlighted  below« 

CPS  COMMENTS  STATES 

NUMBER  PERCENT 

K.    CPS  Responsibility 

It  is  app/;opriate  for  CPS  to 
handle  baby  doe  cases  at  State 

level.  28  55% 

Because  of  medical  and  ethical 
issues  involved/  CPS  responsibility 
for  baby  doe  cases  is  not 

appropriate.  11  22 

B.    federal  Funding 

Baby  doe  funds  are  useful,  but 
State  would  continue  to  carry  out 

program  without  special  funding.  13  25 

Baby  doe  funds  could  be  put  to 
better  use  on  general  child 
protective  programs,  medical 
neglect  or  other  priorities 

identified  by  States.  12  24 


State  could  not  operate  baby  doe 
program  without  special  funds. 


11  22 


Federal  set-aside  funds  were 
useful  initially,  but  are  no 

longer  needed.  8  16 

Baby  doe  problem  is  too  small  to 
warrant  spe^dal  Federal  funds  or 

attention.  5  10 

While  over  half  of  the  respondents  stated  that  CPS  is  the 
appropriate  state  agency  to  handle  baby  doe  reports,  nearly 
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one-eiuarter  felt  that  baby  doe  cases  Involve  medical  and 
ethical  issues  which  should  be  dealt  with  in  hospitals 
between  parents  and  aedical  professionals.' 

Opinions  on  the  continued  need  for  special  Federal  fundinet 
differ  as  well.    About  one-quarter  of  the  States  indicated 
that  their  baby  doe  programs  would  suffer  without  special 
Federal  funding.    Another  quarter  felt  that  States  should 
have  the  discretion  to  determine  how  to  spend  their  available 
Federal  funds,    stettes  could  continue  to  devote  these 
resources  to  baby  doe  programs  exclusively,  but  would  also 
have  the  flexibility  to  use  their  grants  for  medical  neglect 
in  genttral  or  other  priorities. 
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OBSERVATIONS 


The  Federal  baby  doe  amendments  appear  to  have  been 
successful  in  focusing  CPS  attention  on  the  needs  of  severely 
disabled  infants  with  life-threatening  conditions.    The  CPS 
units  in  48  States,  including  7  which  did  not  apply  for 
Fiscal  Year  1986  Baby  Doe  Grants,  have  established  procedures 
to  respond  to  reports  involving  such  infants.    All  procedures 
includs  ths  provisions  required  in  the  lav  for  hospital 
liaisons,  prompt  notification  and  legal  intervention 
authority. 

In  addition,  CPS  units  have  generally  fulfilled  their 
responsibilities  to  have  liaisons  designated  in  hospitals 
with  Nicus  or  CBS,  and  to  provide  information  and  training  to 
thess  Individuals  on  their  role  in  reporting  potential  baby 
doe  cases  to  CPS.    The  CPS  units  in  some  States  have  also 
playtd  a  role  in  encouraging  affected  hospitals  to  establish 
iCRCs  or  ethics  committees. 

It  is  not  clear  what  impact  the  Federal  legislation  and 
increased  State  responsibility  have  had  on  the  incidence  or 
handling  of  baby  doe  reports.    There  has  been  no  significant 
increase  in  the  volume,  of  report^s  received  after  October 
1985,  and  most  States  reported  thiit  they  handled  cases 
essentially  the  same  way  even  before  the  Federal  law  was 
passed.    Prior  to  the  baby  doe  legislation,  States  used 
existing  child  abuse  and  neglect  procedures  to  respond  to 
reports  of  medical  neglect,  including  baby  doe  report!**  Such 
cases  were  treated  as  emergencies,  and  medical  expertise  was 
sought  as  needed. 

In  view  of  the  heightened  awareness  and  attention  to  baby 
doe,  »any  States  feel  that  the  special  Federal  baby  doe  set- 
aside  funding  is  no  longer  needed*    They  believe  that  States 
should  have  the  discretion  to  use  these  funds  for  child  abuse 
and  neglect  priorities  identified  at  the  state  level, 
including  baby  doe  if  needed.    In  contrast,  other  states  feel 
that  they  would  be  unable  to  operate  their  baby  doe  programs 
without  the  set-aside  funding. 
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INTRODUCTION 


The  ter©  baby  doc  refers  to  a  severely  disabled  infant, with  a 
life -threatening  condition  who  is  denied  appropriate  aedical 
treataent.    Two  highly  publicized  court  biases  called ^national 
attention  to  baby  doe  in  the  early  1980s,  and  led  to  Federal 
legislation  to  protect  the  rights  of  such  infants* 

In  the  first  case,  an  infant  known  as  B^by  Doe  was  born  with 
Do\m^s  syndrome  and  a  surgically  correctable  blockage  of  the 
esophagus*   The  baby^s  parents  an(f  doctor  agreed  that  surgery 
should  not  be  performed  and  that  tood  and  water  ahould  be 
withheld  from  him*    The  hospital  sought  a  court  order  to 
penait  surgery^  but  the  court  upheld  the  parents'  decision, 
and  the  State  suprenst  court  refused  to  disturb  the  lower 
court's  ruling*    Baby  Doe  died  before  the  case  could  be  filed 
in  the  rj«S«  Supreme  court. 

The  second  case  involved  an  infant  known  as  Baby  Jane  Doe, 
who  was  born  with  aultiple  neural  tube  defects,  including 
spina  bifida  (an  open  lesion  on  the  spine),  aicrocephaly  (an 
abnoraally  snail' head) ,  and  hydrocephaly  (an  accuwulation  of 
fluid  on  the  brain)  •    The  parents  approved  aedical  treatment 
to  reduce  the  chance  of  infectloli,  but. refused  surgery  to 
close  the  spinal  lesion  and  drain  txcnum  fluid  from  the 
baby's  brain •    The  parents'  decision  was  later  upheld  by  the 
State  courts.    It  is  not  known  what  became  of  Baby  Jane  Doe. 

In  Karch  1983,  the  Departnent  of  Health  and  Human  Services 
(HHS)  published  an  interim  final  rule  stating  that  section 
504  of  the  Rehabilitation  Act  of  1973  applied  to  handicapped 
infants  and  establishing  a  Federal  hotline  for  reports  of 
failure  to  feed  and  care  for  such  infants*    One  month  later, 
the  interim  final  rule  wae  struck  down  in  U«S«  District 
court.    The  Department  published  revised  propo^e^  regulations 
in  July  1983  and  final  regulations  in  January  .i;984«  These 
final  regulations  were  struck  down  in  U«&«  District  Court  in 
June  1984. 

The  two  baby  doe  cases  and  the  subsequent  debate  among 
medical,  professional,  pro*life  and  disabilities  groups 
regarding  the  ethics  of  treatment/nontreatment  decisions 
affecting  disabled  newborns,  including  the  role  and 
re?,pon8ibilities  of  States  and  the  Federal  Govemmen'., 
culminated  in  passage  of  the  1984  amendments  to  the  Child 
Abuse  Prevention  and  Treatment  Act. 

The  amendments  required  HHS  to  publish  model  guidelines 
encouraging  hospitals  to  establish  Infant  Car^  Review 
Coibmittees  (ZCRcs)  •   Model  guidelines  wore  pul^lished  in  April 
1985 #    The  ICRCs  are  intended  to  educate  hospital  personnel 
and  families  of  severely  disabled  infants,  re<?ommend  policies 
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and  guidelines  concerning  the  withholding  of  treatment,  and 
review  cases  involving  euch  fnfarts. 

Tht  HHS  model  gnlrtaJ  ines  are  advisory  only.    There  Is  no 
Federal  reguiremeni;  for  iiosj^itals  to  establish  iCRCs  or  %o 
Vdhera  to  any  J'^p^rt  ot  tht  guld^lines^    Nevertheless,  a 
national  survey  by  the  Ajuerican  Academy  of  Pediatrics  fAAP) 
found  that  at  of  August  1986,  about  52  jipercent  of  hospitals 
with  over  1,500  births  annually  or  a  neonatal  intensive  care 
unit  (NICU)  were  using  committees  to  address  sthical 
questions  related  to  the  care  of  severally  disabled  infants. 
fc»  additional  t  percent  vera  considering  foraing  such  a 
coBaittee.    The  AAP  study  also  found  that  the  majority  of 
coaaittees  already  established  generally  conformed  to  the 
•tructura,  proceduret  and  functions  outlined  In  the  HHS  model 
guidelines  (National  Collaborative  Survey  of  Infant  Care 
Ravlew  Comalttaes,  AAP,  March  1987). 

Ill*  1984  Biendaents  also  required  S.tata  CPs  unit*  receiving 
formula  stsnt  .funds  under. the  Act  to  dei tire  baby  do* 
situations  as  aedical  neglect f  to  establish  procedures  for 
responding  to  reports  Involving  such  infants,  and  to  have 
liaisons  designated  in  hospitals  where  babies  are  born  or 
treated  to  insure  tfte  Imaodiate  referral  of  *'«>tential  baby 
doe  cases  to  CPS. 

This  inspection  w^-s  initiated  at  the  request  of  the  Surgeon 
General  and  the  Adainistiration  for  Children,  Youth  and 
FaaLlies,  which  administers  the  Act  within  HHS.    Tlie  purpose 
of  the  in6pec';ion  was  ^o  determine  (l>  how  a  gro>:p  of 
hospitals  with  responsibility  for  acute  infant  care  are 
structured  and  functioning  in  addisssing  potential  baby  doe 
altuations,  and  (2)  how  states  are  carrying  out  their  baby 
do«  rosponsibilitics. 

The  inspection  was  carried  out  in  two  phases.    One  phase 
consisted  of  visits  to  ethics  committees  in  lo 'large 
hospitals  in  8  major  cities  around  the  country.    Seven  were 
children*^*  hospitals  Identified  with  assistance  from  the 
Surgeon  General.    A  second  phase  Involved  t  telephone  survey 
of  CPS  units  in  all  50  states  and  the  District  of  Columbia, 

This  report,  entitled  "Infant  Care  Review  Committees  under 
the  Baby  Doe  Program,"  presents  the  findings  of  our  hospital 
visits.    A  companion  report,  entitled  "Survey  of  State  Baby 
Doe  Programs,"  describes  the  results  of  our  survey  of  State 
CPS  agencies. 
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FINDINGS 


HOSPITAL  ETHICS  COMMITTEES  ARE  ESl'ABLISHED  AND  FUNCTIONING 

We  visited  10  hospitals  in  8  »ajor  cities  around  the  country. 
Selection  was  based  in  part  on  the  fact  that  they  were  known 
to  have  committees  vhich  review  problematic  cases.  The 
hospitals  visited  included  seven  children's  hospitals,  one 
larae  county  hospital,  one  large  general  hospital  and  one 
tteiiical  center  affiliated  with  four  other  hospitals  in  the 
sane  metropolitan  area^    The  children's  hospitals  visited 
have  NXCUs.    The  other  three  hospitals  have  large  »atemity 
wards  as  well  as  HICUs. 

Nhile  cousittees  have  been  established  at  all  10  hospitals, 
most  are  not  XCRCs  focusing  exclusively  on  baby  doe  cases. 
Kine  are  ethics  committees  which  review  the  full  range  of 
problematic  cases  encountered  in  the*  hospital,  including  baby 
do*  cases.    One  of  these  ethics  committees  has  establisned  an 
ICRC  as  a  subcommittee.    The  tenth  hospital  has  a  separate 
infant  fcioethical  review  committee. 

In  nine  hospitals,  committers  were  established  and 
functioning  prior  to  publicatioa  of  the  HHS  model  guidelines* 
Several  have  been  In  place  for  mote  than  10  years.  One 
hOL*pital  established  Its  committee  after  the  guidelines  were 
published.    Historically,  this  hospital  had  handled  ethical 
treatment  issues  on  an  ad  hoc  basis. 

Committee  yembership 

The  RHS  model  guidelines  recommended  that  committees  be 
established  as  multidisciplinary  teams  with  core  members  and 
advisors  or  supplemental  members.    The  suggested  core  membcifs 
include:   praoticing  physician  (pediatrician,  neonatolo$(ist 
or  pediatric  surgeon),  practicing  nurse,  social  worVir, 
hospital  administrator,  disability  group  representative  .^nd 
mezDber  of  the  facility's  medical  staff  who  serves  as  the 
chairperson.   A  member  of  the  clergy,  an  attorney  or  judge, 
and  other  medical  specialties  were  suggested  as  advisors  or 
supplemental  members. 

We  found  that  while  committee  membership  varies,  all  include 
pediatricians  and/or  neonatologists,  social  workers,  nurses 
and  representatives  from  hospital  administration.  Legal 
expertise  is  always  available,  although  no>.  necessarily  in  an 
official  membership  capacity.    Most  committees  also  include 
members  of  the  clergy,  ethicists,  disaMlity  group 
representatives  and  patient  representatives  or  advocates. 

The  baby  doe  amendments  reguire  State  CPS  units  to  have 
liaisons  designated  in  hospitals  where  babies  are  born  or 
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treated  to  assure  the  prompt  .re  '-orting  of  baby  doe  cases  to 
CPS.    The  ttodel  guidelines  sue    st  that  the' hospital  liaison 
be  a  committee  nenber.    Four  committees  reported  that  the 
hospital  liaison  is  a  member.    Three  of  the  renalning 
committees  are  in  States  which,  ^o  not  particiiiatft  in  the  Baby 
Doe  program  and  do  hot  require  the  ajspointnect  of  lififipifcAl 
liaisons.    Committees  at  all  hospitals  visited  reported  they 
are  t^imiliar  with  CPS  professional  reporting  reijulreaents  for 
all  instances  of  child  abuse  and  neglect,  including,  baby  doe. 
They  feel  that  cases  will  be  reported  to  CPS  promptly  whether 
or  not  an  officially  designated  liaison  sits  on  the 
committee. 

K^etinq  scbedyle 

Th«  HHS  aodel  guidelines  suggest  that  committees  meet 
regularly  and  also  as  needed  to  review  specific  cases. 
Committees  at  all  hospitals  visited  neet  as  needed  to  review 
problematic  cases  prospectively.    Bight  committees  also  meet 
on  a  regular  basis.    Five  reet  monthly,  two  meet  quarterly 
and  one  meets  twice  a  month.    Host  meetings  do  not  deal  with 
baby  doe  issues  or  individual  baby  doe  cases,  but  are  devoted 
to  policy  development,  education,  or  review  of  problematic 
cases  involving  older  patients. 
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COMMITTEE  RESPONSIBILITIES  VARY 

Tht  HHS  tood^l  guidelines  suggobt  three  najor  functions  for 
hospital  ICRCs:    (1)  to  offer  counsel  and  review  in 
individual  cases,  (2)  to  recoiruBend  institutional  policies  and 
guidelines^  and  (3)  t;o  educate  hospital  personnel  and 
fasilits.    Tha  cosusittees  in  our  sas^ple  vary,  both  ip  the 
extent  to  which  they  perform  these  functions  and  in  the 
inportanca  attached  to  then. 

1.  gevicwinq  T"<i'iv^<>^al  C^eea 

Prospective  case  review  is  dona  by  all  coin&ittees 
visited,  and  is  considered  their  aost  important  function. 
Comittee  reooiunendations  on  individual  casv^s  are 
advisory  only^f  rather  than  binding  on  the  involved 
parties.    Cosnittee  members  pointed  cut  that  differences 
of  opinion  between  treating  physicians,  parents  and  the 
committee  can  usually  be  resolved  through  an  informal 
discussion  process*    If  this  is  not  possible,  the 
hospital  refers  the  case  to  CPS  for  Investigation  and 
poss.^ble  legal  ar:tion« 

One  cosunitteV  indicated  that  it  also  reviews  selected 
cases  retrospectively,  and  a  second  plans  to  start  soon. 
Several  committees  mentioned  ^hat  patient  deaths  are 
reviewed  retrospectively  by  other  committees  as  part  of 
the  hospital's  ongoing  quality  assurance  process* 

2.  Rgcoaaendlng  Institutional  Policies 

All  committees  visited  recognized  that  the  development  of 
institutional  policies,  ranging  from  the  types  of  cases 
which  should  be  considered  by  the  committee  to  guidelines 
for  addressing  particular  types  of  cases,  as  an 
appropriate  function  for  the  ethics  committee.  The 
extent  to  which  such  policies  have  actually  been 
developed  varies  from  hospital  to  hospital.    While  most 
committees  have  adopted  at  least  rudimentary  written 
policies,  two  committees  indicated  that  they  are  just 
beginning  to  address  their  policy  development 
respons  ibi  1  i  t  i  s  • 

Several  respondents  noted  that  the  ethics  of  medical 
treatment  decisions  is  constai.tly  being  rethought , 
reviewed  and  revised.    This  is  due  in  part  to  continuing 
advances  in  medical  technology.    We  were  t^Ul  by  one 
neonatologist,  for  example,  that  recent  advances  now 
j^nfible  30  percent  of  infant^  V^^gb^tig  as  litjtle  as-  twa 
pounds  4t  hijr'th  to  turvivl^^   This  was  not  possible*  prior 
to  the  early  19808.    Low  birth  weight  infants  are  often 
born  with  severe  medical  problems,  some  of  which  may 
result  in  permanent  disabilities  despite  vigorous  medical 
intervention. 
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Educating  Staff  and  FaniHa« 

Three.  coiiaBitte«»  aentient'd  they  hold  regular  educational 
sessions  for  interested  hospital  staff  where  case 
infor»ation  is  shared  and  the  ethics  of  jcjrticular 
treatnent  option*  and  decisions  are  discussed.  These 
sessions  <>£>vesr  the  full  range  of  seriously  ill  patitntc 
treated  at  the  hospital,  and  ar«  hot  limited  t?>  riotential 
baby  doe  eituations. 

coBOiittaes  at  all  10  hospitals  indlcstad  that  their 
existence  and  role  as  advisor  on  problematic  cases  are 
yell  Jcnown  to  hospital  staff,  particularly  those  »opt 
likely  to  co»e  lato  contact  vi^h  disabled  infants. 
Keonatologists,  .NICU  nurses,  hospital  social  workers,  and 
■eabers  of  tha  aelainiftrativd  staff  know  of  the  ethics 
ooaaittees  and  their  ease  rev\ev  role.    Because  of  this 
general  knowledge,  educating  i  »pit«l  personnel  is  not 
considered  a  atajor  peed  by  ethics  ccBisittees  at  the 
hospitiils  we  visited. 

educating  fMilles  of  seriously  ill  infants  is  t&en  Jis 
the  responsibility  oi  bthea-  hospital  staff,  usually  the 
patient  representative  cr  l^oelal  vorTc  ftall,  rather  than 
the  ethics  conaittee.  ^Ical  activities  of  these  staff 
are  to  SAfoni  fasiiies  of  th*  existence  end  functions  of 
the  ethics  covsittee,  assist 'families  in  requesting 
ethics  conaittee  r^stvicw  of  their  infant's  sedical  care 
when  appropriate,  and  provide  Infonsation  and  assistance 
in  obtaining  needed  support  services  in  the  community 
following  patient  discharge. 


pj^SIC  CASE  REVIEW  CRITERIA  ARE  COMPARABLE 

It    Prospective  Ca6e  Review 

The  liHS  aodel  guidelines  Giuggest  that  eisergency  ZCRC 
meetings  be  called  to  review  caseis  prospectively  under 
the  following  conditions:  • 

o      disagreenant  between  faaily  and  physician  about  the 
l>roper  course  of  treatment; 

o      disagreement  between  hospital  st^ff  ^^nbers;  end 

o      when  a  preliminary  decision  has  beer.  »ade  to 
withhold  or  withdraw  7  \?e-5ustaining  tjeat»ent. 

All  coiuittecs  indicated  they  review  eeses  involving 
disagreenent  bottife^n  pi'incipal  parties*  in  ^he  cec^ 
(treating  physician,  parents,  other  hospital  staff) • 
They  also  review  cases  where  th^  treating  i^ysicien  is 
uncertain  about  the  proper  course  or  traatsent.    in  such 
instances  >  the  coanittees  serve  as  9  consultativs  body  to 
advise  the  treating,  physician  cn  the  sost  appropriate 
course  of  treataent. 

Cottjpftittee  practices  differ  in' handling*  cases  where  e 
pr<>lifiinary  decision       been  aade  to  withhold  or 
withdrew  life-sustainir^g  treataenjti    One  cosnittee 
requires  review  of  any  case.  in.  which  cessation^of  Xiistr 
sutft^iAiftg  tr^eiLia^nt  Iii  pro^os^di.  unless  t»  inf&Si^t  4s 
ciearlv  tersinal  .and  continued  iiedical  £ntsr&to£Jton  would 
serve  no  beneficial  purpose »    In  these JLnstancesl'^  a  tfBaS± 
iubcouiitiee  reviews  the  case  to  assure  that  reasonable 
laedical  guidelines  are  being  followedo    Zn  n  second 
hospital,  if  the  principal  physician  );ecosuiends  cessation 
of  treataent,  two  colleagues  aust  agree  befof%  treataent 
can  be  withheld.    Kight  coisaittees  repeated  that  they  do 
review  cas.es  brought  to  their  attgnt^n  involving  tne 
possifeie  withholding  or  vtthdrawal  of  life-sustaining 
treataent*   Prospective  review  of  such  cases  is^not^ 
however,  mandatory. 

2.  ^Retrospective  C^sa  Review 

The  HHS  aodel  guidelines  recoi&iaend  that  ICP.Cs  review 
records  retrospectively  in  cases  Involving  the 
withholding  or  termination  of  aedical  treataent,  exc^ept 
for  cases  which  were  reviewed  prospectively.  Pi^.alngs 
which  deviate  fros  hospital  policy  should  be  reported  to 
appropriate  hospit  I  personnel  and  hospital  policies 
revised,  if  necessary* 
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One  of  tht  10  ethics  conaiittess  visited  reviews  cases 
retrospectively  on  a  selective  basis.    The  hospital  Itself 
conducts  monthly  aortal ity  conferences  to  review  every 
j?atieht  death  froa  a  »edical  point  of  view.    If  the  death  ir> 
based  on  withholding  or  withdrawal  of  wedical  treatttent,  it 
is  referred  to  the  •thics  conmittee  for  further  review. 
Review  results  are  soaetiaes  used  for  educational  purposes 
within  the  hospital.  ^ 

A  second  ethics  coninittiee  indicated  that  it  plans  to  begin 
retrospective  case  review  in  the  near  future.  Several 
coaaittees  aentioned  that  soae  cases  are  reviewed 
retrospectively  by  other  coaaittees  as  part  of  ongoing 
quality  assurance  activities  within  their  respective 
hospital*. 
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COMMITTEE  CASE  REVIEW  EXPERIENCE 

Aaong  then,  the  hospital  committees  visited  estioate  they 
have  reviewed  between  20  and  36  potential  baby  doc  cases 
since  the  Federal  regulations  went  into  effect  In  October 
1985.   Jlp.st  coinnittees  do  not  keep  individual  case  records 
and  were  uaable  %o  provide  precise  information  on  the  numbers 
<>f  cases  reviewed. 

Advising  physicians  and  families  on  the  Bost  appropriate 
course  of  treatment  for  severely  disabled  infants  with  life- 
threatening  conditions  is  a  responsibility  vhich  is  taken 
seriously  by  hospital  ethics  conaittcete.    Members  are  windful 
of  their  responsibilities  and  strive  to  apply  the  baby  doe 
legal  reqfuiresenta  while  considering  the  »edical«  ethical  and 
voral  issues  associated  with  each  individual  situation* 

Parental  consent  its  required  in  order  for  a  hospital  to 
perfora  surgery  or  withhold  or  withdraw  treatment. 
Comaiittees  indicated  that  parents  of  some  severely  disabled 
infants  initially  refuse  consent  for  surgery  or  life- 
sustaining  treatment,  while  others  denand  that  treatment  be 
continued  even  when  the  treating  physicians  and  ethics 
coBvittees  agree' that  continued  treatment  would  be  futile  and 
painful,  and  would  merely  prol«^Sftg  .the  infant'*  dying. 

Committee  recommendations  are  advisory  only^  rathgr  than 
binding  on  the  affected  pjnrtiw.    CSlfimittee  members  noted, 
however,  that  ioost  sftuati-fjns  involving  initial  differences 
©f  opinion  have  been  resolved  in  accordance  with  baby  doe 
requirements,  and  few  eases  have  been  reported  to  CPS. 

Eight  hospitals  have  not  reported  any  cases  to  CPS.  They 
indicated  that  all  cases  reviewed  have  been  resolved 
informally.    If  a  case  could  not  be  resolved  within  the 
hospital  setting,  they  indicated  that  they  would  seeic  CPS 
intervention. 

Two  lifisSiitftis  have  Bade  threfe  reports.    In  these  three  cases, 
parents  refused  consent  tor  life-saving  treatioent  Qr  surgery 
MCfimntndftd  by  the  hospital.    CPS  interv^^ntios  led  to 
continuation  of  treatment.    Two  of  tht.  alifipced  infants  were 
living  at  the  time  of  our  ficldworV. 

While  hospital  committees  declined  to  discuss  the  details  of 
individual  cases  reviewed,  several  respondents  commented 
generally  on  the  types  of  cases  most  often  referred  for 
review: 

o    The  types  of  cases  most  frequently  reviewed  by  committees 
involve  low  birthweight  (less  than  2  pounds),  extensive 
internal  bleeding  associated  with  premature  birth,  and 
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asphyxiation  during  the  birth  process.    These  Infants 
have  little  chanco  for  survival  even  with  vigorous,  and 
often  painful,  nedical  intervention. 

Comnittees  also  rcvieW  cases  Involving  nultiple  and  ' 
severe  birth  defects,  including  hydrocephaly  (fluid  on 
the  brain) ,  anencephaly  (most  o?  the  brain  isisslng) , 
Bicrocephaly  or  aacrocephaly  (abnonnuily  saall  or  large 
head),  defor»itie»  of  the  face  and  extreaities,  blocked 
esophagus  and  2-ittlc  or  no  large  intestine.  Such 
conditions  usually  occur  in  some  conbination  and  are 
frequently  associated  with  severe  or  profound  sental 
retardation.    Sone  conditions  cannot  be  corrected.  While 
it  is  surgically  possible  to  open  a  blocked  esophagus, 
for  exasple,  there  it  no  treatment  for  anencephaly. 
Connittee  xeabers  ihuleated  that  the  long-tem  prognosis 
for  infants  born  with  cokbinations  of  conditions  such  aa 
those  described  above  is  uncertain. 

The  two  conditions  which  gave  risa  to  the  baby  doe 
attendaents,  Down's  syndrome  and  spina  bifida,  are 
generally  not  probleaatie  for  the  hospitals  visited  in 

tcr»s  ol  %aifither  -of  not  to  pi-bvide  treaWent.  comiBittee 
vejO^ers  indicated  that  .infants  with  these  two  diajinoses 
bava  been  routinely  treated  la  tKelr  liospltals  for  lS-?0 
years. 

Even  in  an  Instance  when  an  infant  is  iwainently  dying 
and  the  decision' is  aade  to  withdraw  or  withhold 
treatvent,  the  infant  continuss  to  receive  nutrition  and 
hydration  and  is  vade  as  comfortable  as  possible  during 
the  dying  process. 
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DESC'^IPl'ION  OF  AN  ETHICS  COMMITTEE 

This  fiection  describes  the  structura  and  functions  of  a 
series  of  interlocking  infant  Bioethical  Review  Coak.ittees 
established  in  Febniary  1984  in  four  affiliated  hospitalv^ 
vhich  aaKe  up  the  Albert  Einstein  College  of  Medicine  and 
the  Kontefiore  Medical  Center  in  the  Bronx,  New  York.  This 
group  of  hospitals  was  visited  as  part  of  the  inspection. 
Its  committees  are  generally  structured  and  functioning  \n 
confonnance  with  the  HF'  aodel  guidelines,  and  nay  serve  as  a 
useful  reference  for  hospitals  considering  the  establishment 
of  siMllar  cosmittees. 

since  four  Institutions  are  involved,  a  decision  was  aa^.e  to 
have  separate  but  Interlocking  ooaaittees.   A  core  groups  of 
experts  serve  on  all  four  con»itttes>  and  additional  aei&bers 
have  been  appointed  to  «ach  hospital's  coxaittee.   The  core 
group  includes:    a  neonatologist  who  chairs  all  four 
cottBittees;  three  other  pediatricians  with  expertise  in 
neonatology,  disabilities  and  rehabilitative  sediclne;  a 
lawyer  working  in  a  vedlcal  setting;  and  two  bioetbidsts. 
Each  institution  has  appointed  nursing,  social  work, 
adwinistrative  and  community  representatives  for  its  own 
coulttee.   An  attorney  in  one  hospital's  general  counsel's 
office  serves  as  a  nonvoting  consViJ.tant  to  each  cosaittee. 

The  core  group  9nsi  all  Joeinberei.  f?pn  the  four  hospitals  aeet 
monthly  to  develop  general  a^Jd^linfia  and  procedures  nna. 
review  cases  ret^rospectlvely.   Ad  hoc  consultants  aay  attend 
aeetings  upon  "invitation  of  the  chalrnan,  but  aay  mt  vote. 
Minu^-es  are  kept.  Jlany  decisions  are  reached  throuqh . 
<;on««nfiu«,   WheiL*  vote  is  respiired,  howtver^  i.  tatfirthird* 
aajority  of  xfiobers  {)ceien£  is  required  Sor  pacsagej 

The  coaaittees  have  agreed  to  a  set  of  principles  which  serve 
as  the  basis  for  Baking  decisions  involving  critically  ill 
infants.    These. principles  recognize  the  intrinsic  worth  of 
the  infant  which  entitV*  it  to  all  appropriate  care 
djtersined  to' be  in  "Its  best  ihterestSj  irsrespective  of  its 
disability  or  "hanaicap.    Caregivers  are  obligated  to  provide 
i»ucn  cSrte.  The  pilnclples  recognize  that  it  is  soactlaes 
uncertain  what  aedical  treatment  is  in  the  best  interests  of 
a  particular  infant.   Parents  are  res^onsibl*  for  saklng. 
decisions  for  their  infant,  unless  they  choose  a  course  of 
action  that  Is  clearly  a?SlH5t  the  IlTr&nt.''s  best  Interests. 
•Wirfiholuang  of  wi€Harawing  treatment  aay  be  conjaldftrtd  wher\ 
itlA  deemed  rutile  and  vould"  merely  prolpnj  the.  dying 
process  or  vflien  tlie  fedlesi  treatment  imposes  r  burden,  which 
iacks  CO"  snsatins  beneflti  Tor'lEhe/.infan.t.    Tf  such  -r 
decisionals  aade,  tfie'lnfanfc  aria  the  family  ace  cared  for  in 
a  supportive  and  dignified  manner. 

The  comaittees  review  cases  involving  infants  up  to  2  years 
of  age.    Cases  are  reviewed  prospectively  as  well  as 
retrospectively. 
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£rospect4ve..Re^lev  —  Each  conunittee  convenes  on  an  emergency 
basis  at  the  request  of  the  Chairman  for  prospective  case 
review.    Kandatory  review  is  required  when:' 

o   withdrawal  of  life-sustaininq  treatment  is  being  proposed 
for  a  patient  who  is  not  imminently  dying;  and 

o    there  is  disagreement  between  or  among  health  care 
providers  and  families  concerning  withdrawing  or 
withholding  life-sustaining  treatment. 

P»rent»  are  inforiied  when  their  case  is  »»eing  reviewed,  ^ut 
parental  consent  for  .reyi§.w  1«  not  required.  <^areaiv»ys. 
parents,  clergy  and  otheT  relevant  parties*"  are  encouraged  to 
»<«t  «ltb.  th*  coBialttee      ji^rd  "jifirtipQ*  of  the  meetj-oa. 
They  loay  not  be  present  during  final  deliberations  and 
voting.    Kembers  with  djreci;  rsaponsibilltv  for  the  infant'* 
care  do  npt  vote. 

Committee  recommendations  are  chared  with  the  involved 
parties  immediately  efter  the  meetinsf.    If  the  parents  and 
treating  physician  agree  with  the  committee's  recommendation, 
no  further  commijitee  action  is  required.    Xf,  after  extensile 
discu&sdon^  differences      opinion  cannot  be  resolved*  the 
COBlittee  rsrommenda  .tint  thji  Jiosiiliil  fee)t  iDtera^ntioa  by 
the  Child  Protective  Service  Aqenfcy  for  action  to  permit 
appropriate  treatnent  6t  the  wlthdrawax  or  vl'tnholdinq  of 
liie  lupporl. 

Full  committee  review  is  not  required  for  cases  in  which  no 
further  treatment  is  being  considered  because  the  infant  is 
clearly  terminal  and  continued  intervention  would  serve  no 
beneficial  purpose.    However,  a  small  subcommittee  does 
review  such  cases  to  insure  that  they  adhere  to  reasonable 
medical  guidelines  and  that  the  family  has  been  properly 
consulted.    These  cases  are  reviewed  retrospectively  at  the 
next  monthly  meeting. 

Retrospective  Rftvley  —  The  full  committee  reviews  deaths 
resulting  from  the  withholding  or  withdrawing  of  medical 
treatment.    Retrospective  reviews  are  h-sld  for  information 
and  education  of  the  committee,  as  well  ns  to  generate 
guidelines  which  will  be  helpful  in  reviewing  future  cases. 

fiojt£:    This  description  is  based  on  the  following  references: 

1.  Flelschman,  Alan  R.,  M.D.,  "Bioethical  Review  Committees 
in  Perinatology,"  clinics  in  Perlnatoy^oY.  Volume  14^  No. 
2,  June  1987.  ' 

2.  Fleischman,  Alan  R.,  M.D..  "An  Infant  Bioethical  Review 
Committee  In  an  Urban  Medical  Center,"  Hastings  Cenrt»>- 
Emrt,  June  1986.   
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PTHICS  COMMIM-EE  COMMENTS  ON  IMPACT  OP  BABY  DOE^ROeRAM 

We  asked  hospital  ethics  coiunitto^js  to  cominont  upon  the 
impact  of  the  baby  doe  legislation  and  the  effectiveness  of 
the  current  system.    The  sample  of  coiianent«  provided  below^ 
»ostly  from  physician  coMsittee  iDembers,  illustrate  the  range 
of  opinions  eiicpressed*  • 

o     "The  baby  doe  legislation  focused  our  attention  on  this 
issue.    We  are  now  sore  aware  of  ethics  co&xoittfes  and 
their  functions,  as  veil  as  the  requirement  to  report 
suspected  cases  to  CPS*** 

o     «*Khile  Federal  Involvcaent  has  raised  consciousness  about 
baby  doe,  these  problems  involve  sedical  and  ethical 
issues  which  do  not  belong  in  CPS.    What  is  needed  is 
increased  sharing  of  infonation  anong  involved  parties, 
not  regulation  by  CPS.    I  find  it  philosophically, 
ewotionally  and  professionally  repugnant  to  involve  CPS 
in  the  decisiomaaking  process.** 

o     ^The  current  system  is  effective.    CPS  provides  the 

support  and  legal  backing  which  enable  us  to  provide  the 
»ost  appropHate  aedical  care.    The  Federiil  law  has 
heightened  our  awareness  of  baby  doe  issues.** 

o     •'When  in  doubt,  ethics  co.Mittees  and  physicians  err  in 
the  direction  of  providing  treatment,  even  when  th^ 
infant's  chances  of  survival  ari .^xtreoely  sliii.« 

o     "Fear  of  nalpractice  lawsuits  has  caused  many  hospitals 
and  physicians  to  continue  treatment  for  infants  who  have 
virtually  no  chance  for  survival.    The  treatwent  tm  often 
painful  and  only  pirolongs  the  infant's  dying.** 

o     •*Severely  disabled  infants  bom  in  coj&munity^nd 
maternity  hospitals  are  routinely  transferred  to 
childr-^n's  bo^pit^als,  even  when  the  infant  is  clearly 
dying.    The  birth  hospitals  fear  being  accused  of  failing 
to  do  everything  possible  to  save  the  infant. 

o     "Medical  technology  may  be  doing  a  disservice  by  delaying 
a  death  that  is  imminent.    Respirators  can  now  keep 
nonviable  babies  alive  temporarily,  only  delaying  their 
inevitable  deaths  for  a  month  or  two.** 

o     •'The  real  unmet  need  is  for  day  care  facilities  and  other 
supportive  services  specifically  designed  for  these 
babies  who  nay  not  receive  the  special  care  and  attention 
they  require  once  they  leave  the  hospital." 

o     "It  is  morally  repugnant  to  give  treatment  that  is 

painful  to  the  child  and  clearly  has  no  useful  purpose.** 
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Th«  inspection  found  that  vhile  nearly  all  hospitals  visited 
had  established  ethics  coaaittees  prior  to  passage  of  the 
baby  doe  legislation,  Bost  respondents  feel  that  the 
legislation  and  notJel  guidelines  have  helped  to  focus  their 
attention  on  potential  baby  doe  situations.    While  the  HHS 
aodtl  guidelines  are  advisory  rather  than  mandatory,  the 
aajorlty  of  hospitals  with  large  »aternlty  vsrds  and/or  Nicus 
do  have  ethics  comaittees  which  review  and  advise  on  neonatal 
cases,  includin?/  the  treatnent  of  severely  disabled  infants. 
All  10  of  the  comnittees  visited  during  the  Inspection 
report  they  are  structured  and  functioning  substantially  in 
conformance  with  the  HHS  model  guid<?lincs. 

All  comnittees  visited  recognize  their  responsibilities  to 
develop  hospital  policies  addressing  the  treatment  of 
severely  disabled  infants  and  to  review  individual  cases  on  a 
prospective  basis.    K^ile  specific  case  review  criteria  vary 
somewhat,  «11  committees  are  available  to  meet  on  an 
emergency  basis  to  consider  and  recommend  the  most 
appropriate  course  of  action  in  treating  these  infantu. 
Applying  the  baby  doe  provisions  in  the  law,  comnittees  are 
usually  able  to  arrive  at  ooni^ensus  regarding  the  most 
appropriate- course  of  treatjsent.  *' Most  disagree  ,    ts  are 
resolved  informally,  but  when  necessary,  hospita*^  do  not 
hesitate  to  seek  CPS  intervention. 

Disagreement  between  the  involved  parties  appears  to  be  the 
■aj or  criterion  for  committee  review;  while  committees  do 
review  cases  brought  to  their  attention  which  Involve  the 
possible  withholding  or  withdrawal  of  life-sustaining 
treatment,  prospective  review  of  such  cases  is  not  mandatory 
in  8  of  the  10  hospitals  visited. 

The  hospitals  visited  do  not  believe  ther«  is  t  need  for 
increased  publicity  or  attention  to  baby  doe  issues  at  the 
Federal  level.    However,  several  respondents  mentioned  a 
continuing  \inmet  need  for  specialised  day  care,  adoption 
assistance  and  related  community-based  supportive  services  to 
meet  the  needs  of  these  special  infants  following  hospital 
discharge.    The  Department  may  wish  to  consider  alternative 
means  to  increase  the  availability  of  such  services  at  the 
local  level. 
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May  1,  1989 


William  B.  Allen 
Commission  on  Civil  Rights 
1121  Vermont  Avenue,  N.W. 
Room  800 

Washington,  D.C.  20425 


Dear  Mr*  Allen t 

The  AAP  regreto  the  process  and  the  substance  of  the 
Commission  report.    There  was  very  little  opportuyiity 
for  groups  and/or  individuals  to  Explain  the  curi'ent 
decision-making  process  in  intensive  care  newborn 
nurseries.    The  Commission's  process  did  not  allow  for 
a  thorough  hearing  of  the  issues. 

The  report  takes  an  extreme  position  rather  than  a 
balanced  view  of  the  complex  issues  involved  in  caring 
for  critically  ill  newborns.    Its  tone  throughout  is 
that  of  a  conclusion  in  search  of  arguments  rather 
than  a  reascned  response  to  the  difficult  questions 
involved . 

The  report  dwells  on  events  that  occured  in  the  decade 
pric.r  to  the  historic  compromise  which  culminated  in 
the  1984  amendments  to  the  federal  Child  Abuse  Act. 
It  describes  case  studies  and  attitudes  from  an 
earlier  era  as  if  they  had  some  relationship  to  the 
present.    A  number  of  groups  using  a  variety  of 
monitoring  mechanisms  have  observed  that  infants  with 
Down  Syndrome,  spina  bifida  and  other  anomalies  are 
liow  receiving  appropriate  care. 

The  Commission  seriously  understates  the  importance  of 
the  dramatic  growth  of  hospital  ethics  committees 
(also  called  infant  care  review  committees)  since 
1985.    This  transformation  in  the  way  decisions  are 
made  occurred  on  a  voluntary  basis  with  no  federal  or 
state  requirements.    They  were  a  result  of  the 
conviction  of  the  Academy  and  other  groups  that 
multi-disciplinary  review  would  facilitate  decision 
making  in  difficult  cases.    Those  who  predicted  that 
hospitals  and  physicians  woiild  kot  form  such 
committees,  or  that  committees  would  not  become 
involved  In  decisions,  or  that  committees  would  accept 
decisions  without  discussion  or  dissent  were  wrong. 
Rather  than  acknowledge  this  success,  the  Commission 
simply  ignores  it. 
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The  Commission  advocates  an  extreme  vK  .  of  the  Child  Abuse 
Amendments  and  related  r^sgulations^  on^  that  would  require 
mintenance  of  biologic  existence  in  virtually  all  infants 
otbCir  than  the  comatose  and  the  dying.    It  fails  to 
a^'.knowledgo  the  carefully  crafted  language  which  reflected  a 
rejection  of  that  view  by  many  groups  and  individuals  vi^o 
care  for  and  about  infants.    It  resurrects  a  position  which 
would  not  take  into  account  an  infant's  interests,  nor  allow 
any  person  or  group  or  court  to  make  any  Judgements  about  the 
care  of  a  sick  or  suffering  infant,    This  view  is  not  only 
contrary  to  the  spirit  and  language  of  the  law  and 
regulations^  but  contrary  to  a  clear  trend  in  American  law 
and  opinion  which  demands  that  handicapped  and  critically  ill 
infants/  like  g11  patients/  be  entitled  to  have  decisions 
regarding  life-sustaining  treatment  made  in  their  best 
interest* 

The  Commission  advocates  a  renewal  of  intrusion  bf  federal 
authority  into  complex  decision  making  at  the  bedside.  This 
view  is  contrary  to  federal  appellate  and  US  Supreme  Court 
opinion/  as  well  as  public  opinion.    It  resurrects  an 
approach  which  was  implemented  in  the  infamous  •'Daby  Doe 
hotline**  and  "Baby  Doe  squads"  that  failed  to  achieve  its 
objective.    It  was  an  approach  which  f&iled  to  identify 
serious  errors  at  a  time  when  they  were  common,  and  which 
falsely  labelled  excellent  clinical  care  as  negleqt,  driving 
infants  and  parents  fearfully  out  of  intensive  care  units  to 
avoid  onrusbing  and  intrusive  federal  authorities • 

Furthermore/  the  most  recent  Inspector  General's  survey  of 
Baby  Doe  programs  release  just  last  year  showed  that  the 
problem  of  »'nder treatment;  is  being  appropriately  addressed, 
in  commentinv  on  that  report/  Surgeon  General  Koop  said  that/ 
'^Zt  is  reassuring  to  learn.,  .that  each  state  has  accepted  Its 
resronsibility  a*  u  fully  implemented  the  1984  amendments  to 
the  Child  Abuse  Prevention  and  Treatment  Act."    Dr.  Koop  went 
on  to  say  that  the  report  indicates  that  zh^  "guidelines  and 
procedures  are  working  appropriately .  •* 

All  evidence  points  to  the  fact  that  the  law  is  working. 
The  Academy  continues  to  suppo':t  the  use  of  infant  care 
review  committees  as  an  important  mechanism  to  assist 
physicians  and  parent  in  making  these  difficult  decisions. 
The  Academy  also  continues  to  educate  and  train  our 
pediatrician  members  about  the  use  of  committees  and  other 
methods  of  aiding  children  with  disabilities  and  their 
parents • 

Sincerely/ 


President 


statement  of  Commissioner  Robert  A 
Destro 


It  should  not  have  been  this  difficult  The  point, 
after  all,  is  a  fairly  simple  one:  that  it  is  both  illegal 
and  immoral  to  deny  necessary  medical  care  to  any 
child,  especially  one  with  a  disability.  That  it  has 
taken  the  Commission  nearly  5  yeafo  to  complete  its 
report  and  recommendations  bears  witness  to  the 
formidable  political  and  practical  hurdles  which  had 
to  be  overcome.  But  overcome  they  were,  and  as  the 
Chairman  of  the  subcommittee  responsible  for  pro- 
ducing and  editing  the  several  drafts  of  the  report 
and  recomi  ndations,  l  am  bot  pleased  and  grate- 
ful to  the  Commission  and  itatt  for  the  hard  work, 
late  nights,  and  commitment  to  seeing  this  project 
through  to  completion.*  I  write  septurately  to 
summarize  some  of  the  practical  and  political  issues 
the  Commission  had  to  overcome  in  the  course  of  its 
deliberations,  and  to  suggest  a  wider  context  in 
which  this  report  and  its  recommendations  should  be 
viewed. 

Defining  the  Problem:  EHscriminationy 
Medical  Ethics  and  Family  Privacy 

The  primary  conceptual  and  political  problem 
faced  by  the  Commission  has  be^  to  distinguish 
among  those  issues  which  are  correctly  within  the 
realm  of  antidiscrimination  and  child  neglect  laws, 
those  which  are  properly  matters  of  medical  judg- 
ment or  ethics,  and  those  which  are  matters  of 
parental  choice.  Though  the  dividing  line  which 


^  Special  thanks  go  to  my  friend  and  coUeague  Commissioner 
Either  GoozaIci*Arroyo  Buckley,  for  her  work  as  tb^  other 
member  of  the  subcommittee,  and  to^my  former  confidential 
assistant,  Deborah  Lawrence  (now  of  Fort  Wayne,  Indiana), 
whose  hard  work  and  persistence  were  largely  responsible  for  the 
completion  of  the  hearing  record.  It  b  also  appropriate  to 
reco^Uze  the  contribution  to  the  finished  product  made  by  the 


separates  these  spheres  is  far  from  clear,  it  is  quite 
real;  and  the  n^  to  make  careful  distinctions  is 
critical. 

It  goes  without  saying,  for  example,  that  ti<nther 
child  abuse  and  neglect  nor  discriminatioa  on  the 
basis  of  disability  are  '•private"  matters.  That  a 
parent's  decision  to  neglect  a  child's  medical  needs  is 
either  influenced  by  or  acquiesced  in  by  a  physician 
likewise  does  not  transmute  the  issue  of  neglect  into 
one  of  medical  judgment,  ethics,  or  confidentiality. 
The  proper  (and  limited)  concern  of  law  is  the 
prevention  and  punishment  of  antisocial  activity. 
Medical  neglect  (that  is,  the  denial  of  medically 
indicated  treatment)  of  the  physically  or  mentally 
disabled  is,  by  definition,  antisocial,  and  the  proper 
concern  of  the  law. 

The  question  addressed  in  this  report  is  simply 
stated:  is  it  permissible  under  either  State  or  Federal 
law  to  deny  necessary  medical  care  to  any  person  on 
the  grounds  that  a  disability  or  other  immutable 
characteristic  such  as  race,  sex  or  ethnicity  makes 
that  person  an  unfit  subject  for  treatment?  Phrased 
another  way,  the  question  is:  whether  medically 
indicated  (i.e.  necessary)  treatment  for  a  given 
condition  becomes  any  less  **necessary*'  when  the 
patient  has  a  disability? 

That  this  is  the  issue  cannot  be  doubted.  The 
physician  who  treated  Bloomington  Indiana's  Baby 

Commission's  late  Chairman,  and  the  original  chair  of  the 
subcommittee,  Clarence  M.  Pendleton,  Jr.  Though  Penny  and  I 
had  many  a  late-night  disagreement  over  the  what  we  might  find 
in  the  course  of  additional  hearings,  he  supported  additional 
factfmding.  In  addition,  he  also  resisted  internal  and  external 
political  attempts  to  kill  the  project  outright 
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Doe*  admitted  on  the  record  of  the  Commission's 
June  1986  hearing  that  he  had  told  the  baby's  parents 
that  "[they]  must  realize  that  if  the  child  has  the 
surgery,  and  if  the  surgery  is  successful,  that  this 
child  will  still  be  a  Down's  syndrome  child  with  all 
that  that  implies."  Since,  in  his  vrow,  "the  parents 
were  pretty  well-acquainted  and  had  a  good  knowl- 
edge of  what  this  unpliedL  he]  said  to  them  [that] 
There  is  the  alternative  of  doing  nothing,  in  which 
case  the  child  will  survive  a  few  days  and  will  die/"* 

The  baby  was  not  dead,  he  was  not  dymg,  and  the 
indicated  surgery  was  neither  futile  nor  medically 
contraindicated.  The  "problem"  was  that  the  little 
boy  had  Downs'  Syndrome.  Had  he  been  "normal" 
Q.Ci  not  disabled)  not  a  court  in  this  country  would 
have  stood  hy  as  he  died  of  starvation  and  dehydra- 
tion. Nonetheless,  they  did— up  to  and  including  the 
Supreme  Courts  of  Indiana  and  the  United  States. 

Such  attitudes  and  behaviors  cannot  be  tolerated 
in  a  civilized  society.  They  are  a  cancer  growing  at 
its  very  heart  It  makes  no  difference  whether  the 
decision  is  that  of  the  parents,  a  physician,  an 
"ethicist,"  an  ethics  committee,  a  judge,  or  a 
combination  of  all  of  them;  for  whatever  the 
euphemism  chosen  to  describe  what  is  going  on  in 
the  limited  category  of  cases  dealt  with  in  this 
report,  the  real  names  of  the  practices  are  eugenic 
discrimination  and  euthanasia. 

To  subsimie  the  question  entirely  into  the  reahn  of 
medical  ethics,  as  the  statement  of  Chairman  Wil- 
liam B.  Allien'  does,  is  to  unwittmgly  fall  into  the 
trap  suggested  by  Leo  Alexander,  observer  at  the 
trials  of  the  Nazi  war  crimmals  at  Nuremburg,  who 
wrote  in  1949  that: 

The  beginnings  [of  tht  Nazi  terror]  at  first  were  merely  a 
svbtle  shift  in  emphasis  in  the  basic  attitude  of  the 
physicians.  It  started  with  the  acceptance  of  the  attitude, 
basic  in  the  euthanasia  movement,  that  there  is  such  a 
thing  as  life  not  worthy  to  be  lived.  This  attitude  in  its 
early  stages  concerned  itself  merely  with  the  severely  and 
chronically  sick.  Gradually  the  sphere  of  those  to  be 
included  in  this  category  was  enlarged  to  encompass  ihe 
socially  unproductive,  the  ideologically  unwanted,  t 

»  In  re  Infant  Doc,  No.  GU8204-OO  (Cir.  Ct  Monroe  County, 
Ind.  Apr.  12,  i982),  aJTdsub  nonu  State  of  Indiana  on  Relation  of 
Infcnt  Doe  by  Guardian,  No.  482  S139  (Ind.  S.  Ct,  May  27,  1982), 
No.  482  S.140  (Ind.  S.  Ct  Apr.  26,  1983),  cert  denied,  464  U.S. 
961  (1983). 

«  Hearing  Before  the  United  States  Commission  on  Civil  Rights: 
^tection  of  Handicapped  Newborns  224-25,  228-29  (198Q  (vol. 

•  Chairman  William  B.  Allen,  "A  Dissenting  View  on  the  Report 
Medical  Discrimination  Against  Children  with  Disabilities." 


racially  unwanted  and  finally  all  non-Gennans.  But  it  is 
important  to  realize  that  the  infinitely  small  wedgcd-in 
lever  from  which  this  entire  trend  of  mind  received  its 
impetus  was  the  attitude  toward  the  nonrehabilitable  sick. 

It  is,  therefore,  this  subtle  shift  in  attitude  that  one  must 
thoroughly  investigate.* 

Robert  Jay  Lifton's  1986  book.  The  Nazi  Doctors,* 
described  the  process  decried  by  Alexander  as  the 
gradual  "medicalization"  of  eugenic  killing  and 
neglect.  The  record  and  the  literature  reviev/ed  in 
this  report  confirm  that  the  same  phenomenon  is  at 
work  here. 

This  is  why  many,  if  not  most,  of  the  arguments 
raised  in  opposition  to  this  report  are  either  ill- 
informed  or  disingenuous.  Chairman  AUea,  for 
example,  argued  during  the  final  debate  on  the 
report  that  it  lacks  "numbers  [concerning]  what  is 
actually  transpiring  in  the  country.  That  is  a  relative- 
ly sunple  calculation  to  effectuate."*  Given  the 
difficulty  of  the  legal,  medical,  and  ethical  issues,  as 
well  as  the  potentially  great  legal  and  financial  risks 
associated  with  reporting  behavior  which  is  argu- 
ably illegal  under  state  and  federal  law,  it  is 
incomprehensible  that  anyone  knowledge  ible  on  the 
subject  could  allege  that  the  incidence  of  discrimma- 
tory  denial  of  treatment  ''is  a  relatively  sunple 
calculation  to  effectuate."  The  "hard"  evidence  is  dl 
to  the  contrary. 

When  the  government  sought  to  encourage  re- 
porting by  posting  an  informational  notice  in  hospi- 
tals for  the  benefit  of  families  and  medical  personnel 
similar  to  those  reqmred  by  labor  and  other  civU 
rights  laws,  the  courts  enjoined  the  reqmrement. 
Medical  personnel  have  been  fired  or  disciplined  for 
reporting  denial  of  treatment  cases  to  child  welfare 
personnel.  The  Office  for  Civil  Rights  of  the 
Department  of  Health  and  Human  Services  was 
opposed  to  investigating  alleged  casps  of  medical 
care  neglect  of  infants  with  disabilities.  The  investi- 
gatory ardor  of  the  Civil  Rights  Division  of  the 
Department  of  Justice  cooled  noticeably  after  the 
government  lost  the  Bowen  v.  American  Hospital 

♦  Alexander,  Medical  Science  Under  Dictatorship,  741  New  Eng. 
J.  Med.  39,  41  &  n.l7  (1949)  (quoting  j.  Bemal,  The  Social 
Function  of  Science  44  (6th  ed.  1946)). 

»  Lifton,  The  Nazi  Doctors:  Medical  K-Uing  and  the  Psychology 
of  Genocide  (1986). 

•  United  States  Commission  on  Civil  Rights,  Transcript  of 
Meeting  of  Jan.  9,  1989  at  49  (remarks  of  Chairman  Allen). 
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Associathri^  case,  even  though  the  majority  relied  on 
alleged  defects  in  the  investigatory  record  to  strike 
the  so-called  "Baby  Doc"  rules. 

Thus,  it  is  not  surprismg  that  the  Commission's 
Specific  Findings  Three,  Four  and  Five  Regarding 
the  Child  Abuse  Amendments  of  1984  raise  serious 
questions  concerning  the  legitimacy  of  internal  self- 
regulation  by  hospital  ethics  committees  as  well  as 
the  effectiveness  of  past  and  future  oversight  by  the 
Office  for  Civil  Rights  of  the  Department  of  Health 
and  Human  Services.  Discrimination  against  the 
disabled  in  the  medical  setting  has  been  so  thorough- 
ly "medicalizcd!*  by  physicians  and  ethicists,  and 
"privatized"  by  courts  and  commentators  that  the 
Chmman*s  argimaent  that  the  number  of  cases  "is  a 
relatively  simple  calculation  to  effectuate"  cannot  be 
taken  seriously. 

In  fact,  the  only  real  way  to  get  the  "numbers"  is 
retrospectively:  after  the  treatment  ha.*  been  denied. 
Specific  Recommendation  Eight  Regarding  the 
Child  Abuse  Amendmenti  of  1984  places  the  Com- 
mission on  record  as  urging  "retrospective  reviews 
of  the  medical  records  of  those  with  disabilities  who 
die  in  [a]  State"  by  the  local  Protection  and 
Advocacy  [P&A]  System, 

In  my  view,  however,  the  focus  on  "how  many" 
such  cases  is  simply  wrong;  for  it  ignores  the 
obvious.  Whenever  noted  physicians,  ethicists,  and 
researchers  publish  articles  in  major  academic  and 
professional  journals  reporting  discrimmatory  be- 
havior against  disabled  persons  as  if  there  Nvere 
nothing  wrong  with  it,  there  are  at  least  two  serious 
problems  which  make  the  number  of  cases  almost 
beside  the  point. 

First,  the  boldness  with- which  the  discrimination 
is  reported  conveys  the  attitude  that  those  mvolved 
see  no  problem  with  thek  behavior.  Second,  and 
more  relevant  to  tho  Commission's  task,  the  fact  that 
courts  have,  on  occasion  and  in  the  face  of  great 
public  scrutiny,  authorized  admitted  medical  neglect 
ofpersons  with  disabilities*  means  that  discriminato- 

»  476  U.S.  610  (1986). 

•  See,  e.g.,  Dcstro  &  Mocllcr.  Necessary  Care  for  the  Retarded 
Child:  The  Case  of  Phillip  Becker,  4  Human  Life  Rev.  81  (1980) 
quoting  Transcript  of  Record,  In  re  Phillip  B.,  A  Minor,  No. 
66103  (Super,  a.  Santa  Clara  County,  Cal.  Apt.  27,  1978),  a/fd. 
92  Cal.  App.  3d  796,  156  Cal.  Rptr.  48  (1979),  cert  denied,  445 
U.S.  749  (1980).  ^  ^ 

•  Though  Charaian  Allen's  statement  recounts  that  he  voted 
agdnst  the  adoption  of  this  report,  the  record  clearly  shows  that 
he  abstmcd,  thus  acquiescing  in  the  will  of  the  m-^jrity.  United 
States  Comnusdon  on  Civil  Rights,  Transcript  of  Meeting  of  Jan. 
9,  1989  at  50  (remarks  of  Chairman  Allen  noting  that  he  would 


ry  attitudes  about  the  "quality"  of  their  lives  are 
shared  by  those  whose  obligation  it  is  to  enforce  our 
civH  rights  laws. 

Complicating  the  matter  further,  some  courts  and 
legal  commentators  have  argued  that,  due  to  their 
difficulty  and  intensely  personal  nature  of  denial  of 
treatment  cases,  they  are  (or  should  be)  considered 
as  matters  within  the  zone  of  constitutionally  pro- 
tected  family  privacy.  To  "privatize"  the  issue  is,  of 
course,  to  argue  that  it  is  not  only  permissible,  but 
also  outside  the  legitimate  purview  of  *he  law.  In  my 
view  it  is  equally  wrong  to  take  this  approach  as  it  is 
to  accept  the  arguments  of  those  who  would 
"medicaUze"  the  problem.  The  result  is  the  same: 
only  the  method  is  different  The  Commission  quite 
rightly,  and  without  recorded  dissent,  rejected 
both.' 

Placing  the  Report  in  Context 

The  important  facts  contained  in  most  reportc, 
including  his  one,  are  often  the  most  obvious  ones. 
Though  the  Commission's  report  makes  It  quite  clear 
that  discriminatory  denial  of  necessary  treatment  to 
newborns  with  disabilities  was  the  subject  of  this 
study;  those  opposed  to  its  conclusions  have  focused 
instead  on  overtreatinent  of  patients  for  whom  it 
may  be  either  unless  or  harmful,  especially  neonates 
(very  premature  newborn  infants)."  Characterized 
in  this  manner,  the  problem  becomes  technology 
gone  wild,  not  discrimination.  Ethicists  and  medical 
experts  can  then  safely  be  cast  as  the  victuns  of  an 
ill-informed,  narrow-minded  "life-at-any-cost"  ethic 
(termed  "vitalism")  which  does  not  take  mto  ac- 
count the  dignity  of  the  individual  forced  to  live  a 
*  life  m  which  there  is  no  hope; 

It  is  a  powerful— and  dangerously  irrelevant- 
argument.  "Overtreatment"  of  anyone  is,  by  defini- 
tion, both  "unnecessary"  and  unethical.  Physicians 
and  ethicists  cannot  be  permitted  to  hide  behind  the 
family  when  the  issue  is  overtreatment,  any  more 
than  they  should  be  able  to  do  so  when  discrimma- 

probably  abstain);  id  at  58  ('That  .nakcs  7  votes  aye,  no  votes 
agamst,  and  1  abstention,")  (quoting  Chmnnan  Allen's  count  of 
the  Commissioners*  ^^otes).  That  Chairman  Allen's  approach  to 
(he  issue  of  medical  care  discrinunation  is  contrary  to  that  of  the 
Commission  is  clear  from  his  written  statement:  he  rejects  the 
Commisdon*s  conclusions  and  minimt7<y,  its  factual  fmdings.  Why 
he  simply  did  not  vote  •'no"  remains  a  mystery. 
"  Sec  comments  of  H.  Tristram  Engelhardt,  Jr.,  Ph.D..  M.D., 
appended  to  the  statement  of  Chairman  Allen.  See  also,  Hearing 
Before  the  United  States  Commission  on  Civil  Rights:  Protection  of 
Handicapped  Newborns  79-112.  164-95  (1985)  (vol.  I). 
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tion  is  the  basis  for  failure  to  treat.  Overtreatment 
was  never  the  focus  of  this  study,  notwithstanding 
the  s'itempt  to  make  it  so.  The  focus  is— and  should 
always  remain— on  the  legitimacy  of  individual  and 
coUective  decision-making.  If  the  decision  is  a 
legitimate  n?edical  one,  it  is  not  for  the  law  to 
second-guess.  If  it  is  based  on  social  or  eugenic 
factors,  we  have  entered  the  realm  of  discrimination. 

And  that,  of  course,  is  the  crux  of  this  debate. 
Were  a  physician,  judge  or  ethicist  to  so  much  as 
suggest,  oi-ally  or  in  print,  that  race  or  sex-based 
denial  of  medically  indicated  tn^^traent  might  be 
ju&JiiSable  for  any  reason,  the  public  outcry  for 
Federal,  State,  local  (and,  in  some  quarters.  Divine) 
oversight,  investigation  and  intervention  would  be 
heard  round  the  world. 

Yet  there  is  a  difference  when  the  object  of 
discrimination  has-a  physical  or  mental  disability. 
Noted  physicians  and  medical  centers  have  adver- 
tised their  discriminatory  attitudes  and  practices, 
and  civil  libertarians  who  should  know  better  rush 
to  defend  the  ability  (some  would  say  "the  right")  to 
engage  in  such  discrimination.  There  is  somethmg 
seriously  wrong— morally  and  legally— when  physi- 
cians and  ethicists  concoct  "quality  of  life"  formulas 
so  that  they  might  confer  a  scientific  patina  on  what 
is  essentially  medical  discrimination  (or  woi^). 
How  many  bodies  does  one  need  to  count  as  "proof' 
when  those  involved  admit  to  discrimination  based 
on  non-medical  factors?  This  is  the  greater  context 

"  Center  for  Health  Ethics  and  Policy,  Graduate  School  of 
Public  Affairs.  University  of  Colorado  at  Denver,  Withholdinjj 
and  Withdrawing  Life-Sustaining  Treatment:  A  Survey  of  Opin- 
ions and  Experiences  of  Colorado  Physicians  (May  1988)  at  16 
[hereafter  Colorado  Survey].  The  center  recommended  that  the 
Governor  should  appoint  a  commission  to  evaluate,  among  oiher 
things,  whether  the  substantial  number  of  physicians  holding 
these  views  represent  "changing  coiamunity  mores"  and  uiged 
reevaluatioD  of  present  Colorado  law  forbidding  active  euthanasia 
to  detenaine  whether  *  is  consistent  with  "the  perceptions  of 
right  and  wrong"  of  the  people  of  the  State.  Id.  &t  21. 
"  "Euthanasia  Law  Fails  to  Qualify  for  Ballot,"  NEXIS  PR 
Newswire,  May  10,  1988  (Hemlock  Society  news  release). 
"  U.P.I.,  **Riglit.to-Die  Group  Targets  Florida  in  Ballot  Drive," 
NEXIS,  Aug.  I,  1988  (noting  Hemlock  Society  plans  to  seek 
assisted  suicide  initiative  in  Florida,  California,  Oregon,  and 
Washington). 

**  In  Gilbert  v.  State,  487  So.2d  1185,  1190-91  (Fla.  App.,  4th 
Dist,  1986),  a  Florida  court  Was  recently  asked  (but  refused)  to 
rule  that  intent  to  commit  euthanasia  was  a  defense  to  a  charge  of 
premeditated  murder.  The  offense:  the  convicted  murderer  had 
fired  two  bnllets  into  the  brain  of  his  wife,  who  had  the 
misfortune  of  being  afflicted  with  osteoporosis  and  Alzhiemer's 
disease.  Roswell  Gilbert's  case  was  recently  the  subject  of  a 
made-for-TV  movie. 

>»  G.T.  van  der  Werf,  Huisarts  en  euthanasie,  43  Medlsch 
Contact  1389  (1986)  and  personal  communication  of  P.  Admiraal, 
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in  which  this  report  should  be  read.  The  United 
States  is  at  an  ethical  crossroads.  A  recent  survey  of 
2,218  Colorado  physicians  concluded  that  60  per- 
cent of  all  doctors  have  attended  patients  for  whom 
they  believe  active  euthanasia  to  be  justifiable  if  it 
were  legal,  and  58.9  percent  of  these  physicians 
•'indicated  that  they  would  have  personally  been 
willing  to  administer  a  lethal  drug  if  such  measures 
were  allowed  by  law.""  California  voters  were 
asked,  and  refused  by  a  wide  margin,  to  approve  a 
ballot  initiative  which  would  legalize  "death  assis- 
tance" (including  lethal  injections  under  certain 
circumstances),"  and  similar  initiatives  are  planned 
for  Florida,  California,  Oregon,  and  Washington  in 
1990."  To  assume  that  the  first  candidates  for  such 
"assistance"  are  not  going  to  be  the  disabled,  the 
incompetent,  and  the  elderly  is  naive.** 

Other  countries  have  already  made  their  choice.  It 
has  been  reported  that  some  doctors  in  the  Nether- 
lands perform  betvwsn  5,000  and  10,000  cases  of 
direct  euthanasia  per  year,"  protected  by  court 
decrees  which  allow  it  when  a  patient  makes  an 
informed  request."  The  March  30,  1989,  issue  of  the 
New  England  Journal  of  Medicine  contains  a  both 
plea  for  the  "wide  and  open  discussion"  of  physi- 
cian-assisted  suicide,  and  a  sympathetic,  yet  cau- 
tious,  treatment  of  "the  role  that  euthanasia  may 
have  in  the  treatment  of  the  terminally  or  hopelessly 
ill  patient."" 

cited  in  S.  Wanzer,  D.  Federman,  S.J.  Adelstein,  C.  Cassel,  E 
Cassem,  R.  Cranford,  E.  Hook,  B.  Lo,  C.  Moertel,  P.  Safar,'  A. 
Stone,  &  J.  van  Eys,  The  Physician's  Responsibility  Toward 
Hopelessly  III  Patients.  320  New  England  J.  Med.,  844,  848  &  n  28 
(hereafter,  S.  Wanzer  et  al.). 

»  G.E.  Pence,  Ph.D,  Do  Not  Go  Slowly  mto  that  Dark  Night- 
Mercy  Killing  in  Holland.  84  Am.  J.  Med.  139  (1988)  (estimating 
that,  as  of  late  1987,  between  5,000  and  8,000  patients  have  been 
killed  by  physicians  in  the  Netherlands).  A  summary  of  th* 
situation  in  the  Netherlands,  France,  Denmark,  the  Federal 
Repubhc  of  Germany,  and  Sweden  is  contained  in  British 
Medical  Association,  Euthanasia:  Report  of  the  Working  Party  to 
Review  the  British  Medical  Association's  Guidance  on  Euthana- 
sia, at  49-52.  With  respect  to  the  Dutch,  paragraph  210  of  the 
report  concludes  that  *^[i]t  therefore  seems  that,  although  certain 
members  of  Dutch  society  are  against  active  termination  of  life 
for  cogent  reasons,  there  is  a  widespread  use  of  active  termination 
of  life,  which  is  motivated  by  the  highest  humanitarian  ideals  but 
not  all  of  which  is  reported."  The  BMA's  position  on  the  topic  of 
eutlianasia  was  unequivocal:  *The  acUve  intervention  by  anybody 
to  terminate  another  person's  lie  should  remain  illegal.  Neither 
doctors  nor  any  other  occupational  group  should  be  placed  in  a 
category  which  lessens  their  responsibility  for  their  actions."  Id., 
Conclusion  4,  at  67. 

"  S.  Wanzer  et  al.,  JTie  Physician's  Responsibility  Toward 
Hopelessly  III  Patients.  320  New  Eng.  J.  Med.,  844,  848-49  (noting 
the  moral  objections  of  two  of  the  authors  J.v.E.  and  E»H.C.). 


Those  who  need  evidence  of  the  growing  attitude 
that  deatfi  itself  is  a  "treatment"  for  those  whose 
lives  are  not  of  sufficient  "quality"  need  only  look  to 
the  r^^cqrd  of  the  Commission's  hearing,  the  medical 
literatvie,  and  the  cases  to  see  that  what  the 
Chairman  of  this  Commission  decries  as  unsubstanti- 
ated is  freely  admitted  by  those  involved.  There 
would  be  no  point  in  argxiing  for  a  "wide  and  open" 
discussion  of  the  topic  were  it  not  assumed  from  the 
outset  that  the  acceptance  of  euthanasia  is  good 
public  policy. 

Justice  James  A.  Andersen  of  the  Supreme  Court 
of  Washington  has  written: 

As  recently  as  five  years  ago,  or  perhaps  three,  the  idea 
that  fluids  and  nutriment  might  be  withdrawn,  with  moral 
and  perhaps  legal  impunity,  from  dying  patients,  was  a 
notion  that  wouid  have  been  repudiated,  if  not  con- 
demned, by  most  health  prpfessionals.  They  would  have 
regarded  such  an  idea  as  morally  and  psychologically 
objectionable,  legally  problematic,  and  medically  wrong. 
The  notion  would  have  gone  ''agaiiiit  the  stream"  of 
medical  standards  of  care.  [However,].  .  .this  practice  is 
receiving  increased  support  from  both  physicians  and 
bioeChicists.  Tliis  new  stream  of  emerging  opinion  is 
typically  couched  in  the  language  of  caution  and  compas- 
sion. But  ihe  underlying  analysis,  once  laid  bare,  suggests 
what  is  truly  at  stake:  That  for  an  increi\sing  number  of 
patients,  the  benefits  of  continued  life  are  perceived  as 
insufficient  to  justify  the  burden  and  cost  of  care;  that 
death  is  the  di^ircd  outcome,  and  critically— that  the  role 
of  the  physician  is  to  participate  in  bringing  this  about." 

Justice  Edward  D.  Robertson,  Jr.  of  the  Mis">ouri 
Supreme  Court  has  made  the  same  point." 

Though  the  Washington  State  and  Missouri  cases 
deal  with  disabled  adults,  the  basic  issues  are  shnilar 
(though  not  identical)  to  liiose  involving  disabled 
infants  like  Baby  Doe  and  Baby  Jane  Doe.  The 
individual  has  a  medical  need  which  will  respond  to 
treatment  hnt  disabled  and  the  prognosis  for 
rehabilitation  or  cure  is  at  best  uncertain  and  usually 
bad.  The  treatments  proposed  are  not  medically 
contraindicated.  The  affected  individuals  are  not 
dead  or  dying.  The  argument  is  over  whether  or  not 
they  might  not  be  "better  off"  dead. 

Recognizing  the  Obvious:  The  Abortion 
"Connection** 

At  the  outset  of  both  hearings,  and  in  many  of  the 
debates,  both  mtemal  and  extenial  to  the  Commis- 

»  //}/«  Guardianship  of  Grant,  109  Waih.Td  545, 747  P.2d  445, 
459  (1987)  (Anderecn,  J.,  concurring  in  part  and  dissenting  in 
part). 

"  Cruzan  v,  Harmon,  760  S.W.2d  408  (Mo.,  1988). 


sion,  the  so-called  **Baby  Doe"  issue  has  been  linked 
to  that  of  abortion.  That  it  should  not  have  been  is 
an  entirely  different  matter,  but  it  is  unsurprising 
that  it  was.  Whenever  the  politics  and  law  of  civil 
rights,  personal  autonomy  and  bioethics  confront 
one  another  in  a  field  fraught  with  emotion,  human 
suffering,  and  deeply-held  and  divergent  moral 
views,  connections  will  inevitably  be  made  by  those 
termed  "liberals"  as  well  as  by  those  who  style 
themselves  as  "conservatives"  or  "libertarians." 
That  is  what  happened  here. 

And  therem  lies  the  most  interesting,  and  person- 
ally frustrating,  political  aspect  of  this  report.  The 
witness  list  of  the  June  1985  hearing,  assembled  by 
Commission  staff,  cast  the  issues  ae  matters  of 
bioethics,  medicine,  and  personal  privacy.  Discrimi- 
nation was  not  the  subject  of  the  inquiry.  When 
queried,  the  medical  and  ethical  experts  called  to 
testify  quite  predictably  denied  that  discrimination 
has  anything  to  do  with  denial  of  treatment.  The 
issue  of  discrimination  was  addressed  directly  by 
only  one  panel  in  the  first  hearing.^  The  focus  on 
medicin^j  and  eihics  and  the  relegation  of  disability 
or  rehabilitation  issues  to  the  sidelines  spoke  v-  l- 
umes.  The  issue  had  been  "medicalized"  ana  "priva- 
tized." 

It  was  not  until  the  June  1986  hearing  that 
disability  and  rehabilitation  issues  were  highlighted. 
Testimony  of  parents  and  medical  experts  was 
included  as  well  in  an  attempt  to  "balance"  the 
record  of  both  hearings.  But  then  the  libertarians  on 
the  Commission's  staff  took  over.  Firm  believers  in 
deregulation,  they  sat  on  the  transcript  of  the  1986 
hearing,  refusing  to  release  it  even  to  this  Commis- 
sioner, for  nearly  a  full  year.  Considerable  political 
capital  was  expended  in  an  attempt  to  kill  the  report 
as  late  as  August  1987.  In  short,  the  internal 
opposition  of  key  staff  members  to  the  publication  of 
this  report  largely  accounts  for  its  late  release.  For 
some,  personal  liberty  was  the  motivating  reason  for 
their  opposition;  for  others,  it  was  the  "abortion 
corjiection"  v,^hich  complicated  an  objective  review 
of  the  record.  Sadly,  neither  group  ever  stopped  to 
consider  whether  there  might  really  be  discrimina- 
tion going  on. 

Commissioner  Mary  Frances  Berry  captured  the 
nature  of  the  dilemma  best  shortly  before  she  cast 

Hearing  Before  the  United  States  Commission  on  Civil  Rights: 
Protection  of  Handicapped  Newl>oms  (1985)  (vol  I)  (disabil- 
ity perspective). 
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her  (much  appreciated)  vote  for  this  report  and  its 
recommendations. 

I  don't  know  if  my  colleewuc,  Mr.  Destro,  has  read  [the 
Chairman's  written  comments  on  the  report"  ],  but  if  he 
has  he  will  note  that  while  he  may  thhik  this  issue  has 
nothing  to  do  with  abortion,  the  Chairaian  seems  to  think 
it  docs  ard  there  are  other  people  who  I  also  think  will 
think  that  it  does,  however  you  characterize  it,.  .  , 

She  was  (and  is)  correct.  There  is  a  coimection. 
But  it  is  not  the  political  linkage  one  about  which 
she  and  others  have  been  so  concerned.  The  nexus  is 
philosophical  and  moral. 

There  will  always  be  profound  moral,  philosophi- 
cal,  ethical  and  legal  dilemmas  involved  in  medical 
decisionmaking.  Each  of  these  dilemmas,  in  its  own 
way,  detracts  from  the  personal  choice  and  autono- 
my of  those  involved,  but  there  is  no  escapmg  them. 

It  is  also  true  that  the  law  cannot  prevent  child 
abuse  or  any  other  anti-social  behavior,  such  as 
discrimination,  which  has  its  roots  in  human  igno- 
rance,     colerance    or    weakness.    The  role 

United  States  Commission  on  Civil  Pights,  Transcript  of 
Meeting  of  Jan.  9,  1989  at  16. 


of  law  is  state  a  nom*  of  acceptable  behavior.  Those 
who  make  and  enforce  the  law  can  affect  attitudes 
only  as  "teachers''  whose  pronouncements  and 
behavior  set  the  social  norm.  Thus,  when  the  time 
comes  for  action,  as  it  did  for  the  Commission  when 
it  voted  on  this  report,  our  duty  to  advise  Congress 
and  the  President  on  policy  reqmred  us  to  draw  lines 
in  as  clear  a  fashion  as  our  limited  capacity  for 
human  understanding  would  permit 

This  report  rejects  discrimination  against  the 
persons  with  disabilities  in  the  context  of  medical 
care  decision-making.  To  have  ignored  the  problem, 
treated  it  as  a  matter  of  medical  or  parental  autono- 
my, or  minimized  the  seriousness  of  the  attitudes 
which  brought  these  practices  about  would  have 
been  to  take  the  risk  that  the  public  might  believe 
"that  [this  Commission  thinks]  it  is  alright  to  kill 
kids— [because]  that  is  one  way  one  could  interpret 
[it]."»  ^ 

Arlington,  Virginia 
May  1989 

**  Id  at  19  (comments  of  Commissioner  Berry). 
"  Id  at  20-21  (commcats  of  Commissioner  Berry). 
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Appendix  A 

Incidence  of  Congenital  Anomalies 


Table  1 


Incidence  of  Selected 
Congenital  Anomalies  Among  Live  Births  in  1983  1/ 


IfiM  aiiJtft  QthSI 


Rate/ 

Rate/ 

Rate/ 

10,000 

Number 

10,000 

Number 

10,000 

Numb( 

Congenital  AnoMiy 

Central  Nervous  Svsfcen^ 

Anencephalus 

1.9 

691 

2.0 

581 

1.8 

132 

Spina  Bifida 

w/out  Anencephalus 

4.8 

1747 

5.1 

1481 

3.9 

287 

Hydrocephalus  . 

w/out  bpina  DiTida 

5.8 

2111 

5.5 

1597 

6.7 

492 

Encephal  ocele 

1.1 

400 

1.1 

319 

1.1 

81 

Microcephalus 

2.5 

910 

2.2 

639 

3.8 

279 

Cardiovascular 

Coffinon  Truncus 

0.3 

109 

0.3 

87 

0.2 

15 

Transposition  of 

Great  Atresia 

1.1 

400 

1.2 

349 

0.9 

66 

Tetralogy  of 

f allot 

1.1 

400 

1.2 

349 

1.0 

73 

Ventricular  Septal 

Defect 

17.1 

6223 

17.5 

5083 

15.4 

1131 

Atresia  Septal 

Defect 

2.1 

764 

2.1 

610 

2.C 

147 

Endocardial  Cushion 

Defect 

0.8 

291 

0.7 

203 

0.8 

59 

Pulmonary  Valve 

Stenosis  &  Atresia 

^9 

691 

1.5 

436 

3.4 

250 

Tricuspid  Valve 

Stenosis  &  Atresia 

0.3 

109 

0.3 

87 

0.3 

22 

Aortic  Valve  Stenosis 

&  Atresia 

0.6 

218 

0.6 

174 

0.5 

37 

Hypoplastic  Left  Heart 

Syndrome 

0.8 

291 

0.8 

232 

1.0 

73 

Patent  Ductus 

Ateriosus 

29.6 

10772 

26.9 

7813 

.  39.6 

2910 

Corctation  of  Aorta 

0.7 

255 

0.8 

232 

0.5 

37 

Pulmonary  Artery 

Anomaly 

2.0 

728 

1.4 

407 

3.9 

287 

Lung  Agenesis 

&  Hypoplasia 

3.2 

1165 

3.2 

929 

3.0 

220 

ERIC 


O  n  n 


213 


Table  1  (Cont'd) 


Incidence  of  Selected 
Co^^iwlal  Anomalies  among  Live  Births  in  1983 


Mftl  White  Other 


Congenital 

Gastrointattlnffi 

Tracheo-esophageal 

Anomlies 
Recto  &  Intestinal 

Atrosia 
Renal  Agenesis 
Bladder  Exstrophy 

Musculoskelytffl 

Clubfoot  w/out 

CNS  Defects 
Reduction  Deformity 

Upptr  Limbs 

Reduction  Dv^formity 

lower  Limbs 
Congenital  Arthro^ 

gryposis 

Chromofiow^l 

Down  Syndrome 
Trisomy  13 
Trisomy  18 

t?!i!^JL  Centers  for  D^gaag^  r^?Wi  Conoenital  Halformation 
Surveinang^  Rmrt»  January  1982  -  December  1985 


Rate/ 
10.000 

Number 

Rate/ 
10.000 

Number 

Rate/ 
10.000' 

Numjier 

2.1 

764 

2.3 

668 

1.4 

103 

3.5 
1.8 
0.3 

1274 
655 
109 

3.6 
1.9 
0.3 

1046 
552 
87 

3.1 
1.3 
0.2 

228 
96 
15 

26.1 

9498 

27.4 

7958 

21.1 

1550 

1.6 

582 

1.7 

494- 

1.3 

96 

0.9 

328 

0.9 

261 

0.8 

59 

2.2 

801 

2.4 

697 

1.5 

110 

8.5 
0.8 
1.0 

3093 
291 
364 

8.7 
0.8 
1.0 

2527 
232 
290 

8.0 
0.6 
1.1 

51V8 
4» 
01 

Notes: 


^^1.1       I"??         ire  averages  for  the  period  1982-85  as  reported  in 
cM  1  itlLl^^         «»«n"oned  source.   These  rates  are  based  on  live  and 
n„i!      [u  ^''•'"•f'"**'  overstate  the  rates  for  live  births  alone. 

.VJL  12  anencephalus  1$  the  difforence  significant:   in  this 

case  the  live  bom  rate  reported  in  Table  5  was  recorded  for  "total" 
llr"  ^S*"  and  "others"  were  calculated  to  reflect  the 

comparative  rates  for  anencephalus  In  Table  2. 

The  number  of  cases  of  each  anomaly  is  a  population  estimate  derived  by 
multiplying  the  rate  by  total  births  In  1983. 


Table  2 


Deaths  Caused  by  Congenital  Anomalies  In  1983  1/ 


Number  of  Deaths  for  which  Ano»naly 
\s  the  Underlying  Cause  


Conyeni tal  Anomal y 
Central  Nervous  System 

Anencephalus 

Spina  Bifida 
Hydrocephail  us 
Enctphaloctle 
Microcephalus 

Cardiovascular 

Common  Truncus 
Transposition  of 

Great  Arteries 
Tetralogy  of  Fallot 
Ventricular 

Stptal  Defect 
Atrial  Septal  Defect 
Endocardial  Cushion 

Defect 
Pulmonary  Value 

Atresia  &  Stenosis 
Tricuspid  Atresia 

&  Stenosis 
Aortic  Valve  Insuffi- 

ci^ency  or  Stenosis 
Hypo^)lastic  Left  Heart 
Patnt  Ductus  Arteriosis 
Coarctation  of  "Aorta 
Pulmonary  Artery 

Anomaly 
Agenesis  of  Lung 

Cleft  Palate  &  Cleft  Lip 

Cleft  Palate 
Cleft  Lip  (Total) 


Aae 

Under 

1  A 

1-4 

1  ocai 

1  Year 

Years 

X  100 

[1] 

[2] 

[3] 

[4] 

1368 

173 

1892 

72* 

693 

7 

702 

99 

122 

25 

197 

62 

227 

61 

382 

59 

70 

4 

81 

86 

50 

33 

138 

36 

4400 

535 

/III 

UTt. 
ImU> 

112 

7 

loD 

157 

39 

253 

62 

no 

98 

DD 

194 

56 

502 

39 

53 

13 

256 

21 

114 

71 

R1 
01 

19 

2 

31 

61 

27 

14 

71 

38 

54 

4 

176 

31 

574 

6 

583 

98 

108 

0 

149 

72 

152 

4 

187 

81 

99 

14 

148 

67 

773 

2 

782 

99 

15 

0 

15 

100X 

7 

0 

7 

100 

8 

0 

8 

100 

Underlying 
and 

Contributing 
Cause  Total 
[5] 

n/» 

729 
339 
564 
124 
282 

n/« 

167 

326 
317 

962 
508 

326 

63 

97 

258 
642 
478 
292 

292 
1516 

r/« 

56 
65 
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Uble  2  (Cont'd.) 


Deaths  Caused  by  Congenital  Anomalies  in  1983  1/ 

Number  of  Deaths  for  vhich  Anomaly 
is  the  Underlying  f^^y^ft 


-  /\q9 

Congonital  Anomaly 

Under 
1  Tear 
Cl] 

Years 
[23 

Total 
[33 

E13/[33 
X  100 
[43 

fiattroint«£tina1 

47 

315 

47X 

Trachto-esophageal 

Fistula 
Rtctalt  Large  Intestine 

Atratia  or  Stenosis 

20 
5 

2 
6 

29 
5 

69 
100 

4 

890 

Renal  Agenesis 
Bladder  Exstrophy 

401 
1 

0 
0 

423 
1 

95 
100 

Mufculotkeletal 

738 

20 

815 

87X 

Clubfoot* 

Reduction  Deformities 

of  Upper  Limbs 
Reduction  Deformities 
of  Lower  Limbs 

0 
1 

0 
0 

• 

0 
1 

100 

Xhromosocial 

727 

56 

952 

76X 

Down  Syndrome 
Trisomy  13 
Trisomy  18 

84 
198 
328 

31 
6 
12 

272 
204 
343 

31 
97 
96 

All  Congenital 
An38r.alies 

8732 

913 

13173 

66X 

Underlying 
and 

Contributing 
Cause  Total 
[53 

n/a 


106 

71 

n/» 

617 
12 

n/a 

30 
9 

n/a 

942 
244 
415 

n/a 


Source:  Unpublished  tabulations  provided  by  the  National  Center  for  Health  Statistics. 
Notes: 

1/  n/a-not  available 

Column  1  -  Number  of  children  under  1  year  whose  underlying  cause  of  death  was  the 

indicated  congenital  anomaly. 
Column  2  -  Same  as  Column  1  for  children  1-4  years. 
Column  3  -  Same  as  Column  1  for  all  ages. 
Column  4  -  Column  1  as  a  percentage  of  Column  3. 

Column  5  -  Total  number  of  deaths  for  which  indicated  congenital  anoeialy  was  either  the 
underlying  or  a  contributing  cause. 

*«?r^)(i"'  cause  of  death  is  defined  as:   "(a)  the  disease  or  injury  which  initiated  the 

^he  circumstances  of  the  accident  or 
Hm  th  OrS'i   produced  the  fatal  injury.-  Article  23  of  the  Constitution  of  the  World 


Table  3 


Infant  Deaths  In  1983  Caused  by  CongenUal  Anoeialids 
Adjusted  for  Racial  Differences  \n  Births  and  Occurrence  Rates  1/ 


NonwhUe  Infant  Deaths 
Infant  Deaths  Adjusted  for  Racial  Differences  in: 


unuvriyiiiy  vausv 

o1 rtnS 

otrtns  plus  Anomaly 

Wh4f  A 

vwoer 

OAAiit*t*AnAA  Drn^A^ 

vccurrence  Kaces 

OT  ueacn 

L IJ 

L4J 

r^M^V^kH      UamjAii^  Ctt^^AM 

tenxrai  Nervous  ^vstsm 

1 144 

£c4 

flfiC 

n/a 

Anencepnaius 

01 

OCQ 

0^0 

opina  QiTida 

fli 

0  1 

14 

99 

79 

nyo  rocepna  1  us 

179 

lie 

99 

4:1/ 

170 
I/O 

99 

19 

CO 
97 

RO 
97 

ni  c  rocepna  i  u  s 

AA 
44 

0 

OA 

1A 
14 

LaoLLovascuiar 

049^ 

947 

0/41 

n/a 

v»Q»K)n  i  runcus 

CO 

01 

1^7 
10/ 

1  ranspo*! n on  or 

isreaw  Arteries 

1 

91 

00 

1  in 
IIU 

lecraivyy  or  raiioc 

70 

10 

7R 
/9 

oO 

YViiwri  cu  i«r 

ovpcai  uerect 

149 

AO 

lO^ 

99ft 

Atrial  Septal  Defect 

42 

11 

43 

45 

Endocardial  Cushion 

Defect 

98 

16 

63 

55 

Pulnonary  V^lue 

Atresia  &  Stenosis 

14 

5 

20 

9 

Tricuspid  A>.resia 

&  Stenosis, 

21 

6 

24 

24 

Aortic  Valve  Insuffi- 

ciency or  Stenosis 

47 

7 

28 

34 

Hypoplastic  Left  Heart 

457 

117 

452 

370 

Patent  Ductus  Arteriosis 

79 

29 

115 

78 

Coarctation  of  Aorta 

127 

25 

99 

158 

Pulnonary  Arteries 

Stenosis 

82 

17 

67 

24 

Agenesis  of  Lung 

625 

148 

585 

626 

I- 


'-ble  3  (Cont'd.) 


tAtu^tll^fll  Congenital  Anomallas  in  1983 

Adjusted  for  Racial  Differences  in  Birth  and  Occurrenc*  Rates  1/ 


Underlying  Cause 
of  Death 

GaitrointJttHnffl 

Tracheo-csophageal 
FistuU 

Genitourinary 

Renal  Agenesis 

HusculoslntUtal 

Anomalies  of  Diaphram 

ChrowosoMl 

Down  Syndirbme 
TrisoBy  13 
TriiOiiy  18 


Infant  ni>;f»|,t 


White 
CI] 

110 


16 
430 

353 

631 

429 

589 

64 
165 
267 


Other 
[2] 

38 


4 
68 
43 

107 
60 

138 

20 
33 
61 


Nonwhite  Infant  Deaths 
Adjusted  fflr  Racial  DiffTtncet  in: 
Births  plus  Anomaly 
Occurrence  Rates 
C4] 


Births 
C3] 
150 


16 

269 

190 

423 

237 

545 

79 
130 
241 


n/a 

26 

n/a 

277 

n/« 

n/a 

n/« 

86 
173 
219 


ItStisHrJ  '^rllfir^  *S^"n?"°"*  r^r^^f*  National  Center  for  Health 

5***;f"«.   Centers  for  Disease  Con^rffl"   Congenital  MalfonnaHnn^. 
Surveillance  Report,  .lam.y^  1982  -  n^f^^fr  lOffS-  ^ 

1/  Infant  refers  to  a  child  undor  1  year  of  age. 

Column  [3]  -  Column  [2]  X  3.95,  where  3.95  -  vhite  bi rths/nonwhi te  births. 

Tn^lr"       XR  where  R,  is  the  occurrence  rate  of  a  specific 

cMiSSi  «/?iT^)f..'~"3  the  occurrence  rate  among 

Children  of  all  other  races  (Source:   Table  1). 
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Appendix  B 

Statement  of  U.  Rutherford  Tumbull  on  Incidence 
of  Discrinsinatory  iDenial  of  Medical  Treatment 


My  purpose  today  is  to  bring  to  the  attention  of 
the  Commission  evidence  of  a  contemporary  atti- 
^  tude  in  the  medical  profession  that  supports  discrimi- 
^  nation  in  medical  care  against  children,  particularly 
newborns  with  moderate  to  severe/profound  disabil- 
ities. This  preaisposition  toward  discrimination,  if 
carried  out,  will  result  in  unwarranted  deaths  and 
indeed  has  been  linked  to  unwarranted  deaths.  Such 
an  attitude  and  behavior  is  suflicient  to  justify 
federal  action  to  prevent  discrimination  from  being 
carried  out 

In  addition,  there  is  a  very  real  need,  as  I  will 
indicate  for  the  federal  government  to  monitor 
hospital  Human  Rights  Committees  and  Infant  Care 
Review  Committees  to  determine  precisely  what 
role  they  play,  if  any,  in  combatting  or  authorizing 
nontreatment  that  constitutes  abuse  under  Che  Child 
Abuse  Act  Amendments  of  1984,  under  state  statutes 
or  other  state  law,  imder  equal  protection  doctrines, 
and  under  Section  504  to  the  extent  that  it  now  still 
applies  to  children  and  medical  decisions.  Given  the 
physician  attitudes  and  incidence  data  to  which  I 
will  refer  below,  there  is  reason  to  believe,  as 
Dybwad  points  out  (Dybwad,  Ethical  and  Legal 
Problems  in  Rehabilitation  end  Medicine,  in  Warms, 
D.  (cd.)  (1986),  The  Changing  Reha'^ilitation  World: 
Into  the  21st  Century.  New  York:  United  Cerebral 
Palsy  of  New  York  City,  Inc.),  that  such  committees 
* Wy  serve  well  in  ix^stitutions  with  good  practices, 
but  will  serve  poorly  where  they  are  most  needed." 
And,  further,  Uierc  is  no  reason  to  believe  that  such 
committees  will  be  independent  of  the  physicians 
and  hospitals  whom  they  purport  to  review.  Until 
such  time  as  dati»  are  available  and  persuasive  that 
the  HRCs  and  ICRCs  in.  fact  play  a  salutary  role  in 

*  Professor  of  Special  Education  and  Law,  University  of  Kansas, 
Lawrence,  Kansas,  statement  made  to  the  U.S.  Civil  Rights 


preventing  discrimination,  they  may  not  be  assumed 
to  do  so. 

Finally,  there  also  is  a  very  real  need—both 
human  and  legal— for  the  federal  government  to 
expand  its  support  of  adoption,  foster-care  place- 
ment, and  even  interim  institutionalization  for  new- 
boms  or  others  whose  biological  parents  refuse  to 
allow  them  to  be  treated.  While  the  prospect  of 
legitimizing  such  institutionalization  is  thoroughly 
distasteful,  it  is  less  noxious  than  tolerance  of 
nontreatment  of  treatable  children,  namely,  those 
identified  by  the  Child  Abuse  Act  Amendments  of 
1984  and  by  the  widely  adopted  Principles  of 
Treatment  of  Disabled  Infants,  which  I  helped  draft. 
Naturally,  a  far  more  desirable  federal  role  is  helping 
states  to  expand  the  adoption  and  foster-care  place- 
ments of  such  children.  Any  of  these  alternatives — 
and  all  of  them  in  the  aggregate — make  it  possible 
for  treatable  children  to  be  treated  and  for  unjustifia- 
ble and  prejudicial  parental  and  physician  objections 
to  be  functionally  voided. 

A  1975  survey  of  representative  pediatric  sur- 
geons and  pediatricians  conducted  by  the  Surgical 
Section  of  the  American  Academy  of  Pediatrics 
disclosed  that  76.8  percent  of  tlA>  surgeons  and  49.5 
percent  of  the  pediatricians  would  ••acquiesce  in 
parents'  decision  to  refuse  consent  for  surgery  in  a 
newborn  with  intestinal  atresia  if  the  ^ifant  also  had 
Down's  syndrome.'*  Shaw,  Randolph  and  Manard, 
Ethical  Issues  in  Pediatric  Surgery:  A  National  Survey 
of  Pediatrician  and  Pediatric  Surgeons,  60  Pediatrics 
588,  590  (1977).  And  63.3  percent  of  the  surgeons 
and  42.6  percent  of  the  pediatricians  said  that  in  such 
cases  where  they  **accept  parental  withholding  of 
lifesaving  surgery**  they  would  also  **stop  all  sup- 
Commission,  June  26,  1986. 
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portivc  treatment  including  intravenous  fluids  and 
nasal  gastric  suction."  Id.  at  592-93.  Another  1975 
survey,  this  one  of  California  pediatricians,  showed 
that  61  percent  would  not  object  to  a  parental 
decision  not  to  correct  a  life-threatening  mtestinal 
obstruction  of  an  infant  with  Down's  syndrome. 
Treating  the  Defective  Newborn:  A  Survey  of  Pediatric 
cians  Attitudes,  Hastings  Ctr.  Report,  April  1976,  at 
1  A  1977  survey  of  Massachusetts  pediatricians 
disclosed  that  51  percent  believed  that  such  a  child 
should  not  receive  surgery.  Todres,  Krans,  Howell 
and  Shannon,  Pediatricians'  AtiUudes  Affecting  Deci- 
sion-Making in  Defective  Newborns,  60  Pedi&uics  197, 
198  (1977).  Even  among  the  46  percent  wio  would 
advocate  surgery,  only  40.2  percent  (18.3  percent  of 
the  full  group  of  pediatricians)  would  pursue  a  court 
order  to  secure  treatment  Sixty-scve^  percent  (67 
percent)  of  the  pediatricians  would  recommend  no 
surgery  for  a  child  with  severe  myelomeningocele 
(spina  bifida).  Of  those  who  advocate  surgery,  60 
percent  said  they  would  allow  the  parents  to 
withhold  surgery.  Id  at  198-99. 

A  study  covering  the  period  from  1977  to  1982 
and  a  more  recent  survey  reinforce  this  data,  CAVC 
(complef;e  atrioventricular  canal  defect)  is  a  heart 
malformation  which  usually  leads  to  pulmonary 
vascular  disease  and  premature  death.  Open  heart 
surgery  can  correct  the  malformation  and  avert  the 
death,  and  a  technique  known  as  pulmonary  artery 
banding  can  delay  the  need  for  this  surgery  until  a 
child  is  mature  enough  to  tolerate  it  Prompt  referral 
of  irXants  with  CAVC  to  cardiac  facilities  for 
this  treatment  is  vital,  since  delay  can  result  in  the 
development  of  irreversible  pulmonary  vascular 
disease,  when  lifesaving  surgery  is  impossible.  Dur- 
ing the  years  1977  through  1982,  pediatric  cardiolo- 
gists at  the  State  University  of  New  York-Upstate 
Medical  Center  in  Syracuse  were  referred  8  children 
with  CAVC  but  without  Down's  syndrome  and 
CAVC  at  an  appropriately  eail^^  age.  However,  10 
children  with  CAVC  and  Down's  syndrome  were 
not  referred  until  betwecrs  '*9  months  to  15  years  of 
age.  By  the  time  they  were  referred^  5  of  these  10 
children  with  Down's  syndrome  had  deteriorated  to 
a  point  at  which  surgery  could  not  be  performed. 
The  physicians  who  reported  the  study  wrote, 
"Some  of  our  patients  with  late  referral  were 
initially  cvaluat«i  elsewhere,  and  mformed  that 
surgical  procedure  was  not  recommended  or  not 
available  (by*parenta*  report).  We  question  if  the 
parents  of  these  children  were  being  allowed  the 


opportunity  to  make  an  appropriate  decision."  Son- 
dheimer,  Byrum  and  Blackman,  Unequal  Cardiac 
Care  for  Children  with  Down's  Syndrome,  139  Am.  J. 
Dis,  Chili  68,  70  (1985).  They  concluded,  "Chil- 
dren  with  treatable  medical  conditions  should  not  be 
denied  routine  care  because  of  other  handicapping 
conditions.  .  .our  review  of  CAVC  m  children  with 
and  without  Down's  Syndrome  suggests  that  just 
such  a  denial  of  care  may  have  occurred  in  some 
instances  between  1977  and  1982."  Id  at  70, 

Still  more  recently,  a  1584  survey  of  nurses  at  two 
hospitals  in  Houston  mdicates  that  denial  of  treat- 
ment to  children  with  disabilities  remains  an  accept- 
ed practice.  Berseth,  Kenny  and  Durand,  Newborn 
ethical  dilemmas:  Intensive  care  and  intennediate  care: 
Nursing  attitudes,  12  Crit  Care  508  (1984).  The 
nurses  surveyed  either  worked  in  neonatjd  intensive 
care  units  (ICUs)  or  in  intermediate  care  nurseries 
(INTs).  Of  those  surveyed  (75  respondents,  39  from 
ICUs  and  36  from  INTs),  70.6  percent  (53,  32/21) 
said  they  felt  an  infant  with  severe  mental  defects 
should  never  be  resuscitated.  (Examples  of  severe 
mental  defects  were  given  as  anencephaly  or  severe 
brain  damage.)  Forty-eight  percent  (36,  21/15) 
would  only  occasionally  resuscitate  an  infant  with  a 
severe  defect  (examples  were  congenital  hydroceph- 
alus and  myelomeningocele,  popularly  known  as 
spina  Ufida).  The  percentage  of  those  responding 
that  infants  with  severe  defects  should  nevtx  be 
resuscitated  was  13.3  percent  (10,  3/7).  An  interest- 
ing side  note  is  that  one  respondent  from  an 
intermediate  care  nursery  felt  that  even  infants  with 
only  minor  birth  defects  (examples  given  were  skin 
tags  or  extra  digits)  should  never  be  resuscitated.  Id 
at  509,  Also,  37  percent  of  the  nurses  felt  that 
sometimes  a  doctor  should  act  m  such  a  way  as  to 
cause  an  infant's  death.  Thirty-one  percent  believed 
that  the  decision  on  whether  to  treat  a  sick  newborn 
should  be  influenced  by  the  presence  of  healthy 
children  at  home.  Id  at  509. 

I  myself  have  recently  completed  a  review  of  the 
literature  concerning  the  incidence  of  infanticide  in 
America  and  the  public  and  professional  attitudes 
toward  the  treatme>-.t/hontrcat2ient  of  children  bom 
with  birth  defects.  I  wish  io  sommrrizc  what  I  found 
and  reported  (H.  Tumbull,  Incidence  of  Infanticide  in 
America:  Public  and  Professional  Issues,  1  Issues  in  L. 
&  Med.  363  (1986)). 

1.  Public  attitudes  toward  persons  with  mental 

cr  physical  disabilities  are  largely  negative  (p. 

364). 
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2.  Stigma  and  discrimination  go  hand  in  hand  in 
contemporary  America  (p.  365). 

5.  Professional  attitudes  concerning  children 
with  disabilities  are  variable.  Some  disability 
professional  organizations  (such  as  AAMD  and 
TASH)  have  adopted  resolutions  objecting  to  the 
withholding  of  medical  care  and  treatment  on  the 
sole  basis  of  disabiUty;  others  (AAMD,  TASH, 
AAUAP)  have  advocated  in  the  United  States 
Supreme  Court  for  the  application  of  Sec.  504  to 
newborns;  and  some  (AAMD,  AAP)  have  signed 
the  1984  Principles  of  Treatment  of  Disabled 
Infants  (p.  371).  Most  parent-advocacy  organiza- 
tions (ARC  TASH,  NDSC)  take  similar  positions 
(p.  371).  Disability-related  professional  and  par- 
ent-advocacy organizations  were  nearly  imani- 
mous  in  supporting  a  policy  that  would  put  a  halt 
to  nontreatment  (p.  372). 

6.  Medical  associations  did  not  aggressively  pur- 
sue a  federal  role  (p.  372). 

7.  Reported  attitudes  of  physicians  are  over- 
whelmingly negative  concerning  the  mandate  to 
treat  treatable  pewboms  (p.  3V4,  esp.  notes  69-72, 
80-85,  87).  I  wrote,  "Absent  more  comprehensive 
research  about  physician  attitudes,  it  is  difficult  to 
make  a  broad  generalization  abor*  'current  physi- 
cian attitudes  and  their  relationsmp  to  nontreat- 
ment The  hictory  of  reported  t^ttitudes,  however, 
is  negative.  They  reflect  uiyustified  pessimism 
about  the  quality  of  life  of  the  child  and  family 
and  advocate  criteria  for  nontreatment  that  are 
more  pessimissive  than  those  of  the  'Principles  of 
Treatment'  (p.  379)." 

My  basis  for  that  conclusion  was  not  merely  the 
research  that  I  have  just  cited.  It  also  mcluded 
Adams'  1982  report  that  physicians'  advice  concern- 
ing services  is  influenced  by  parents'  socioeconomic 
status,  the  physicians'  years  in  practice,  the  popula- 
tion of  the  town  where  the  physicians  practice,  and 
the  physicians'  participation  in  training  m  mental 
retardation  (Adiuns,  Referral  Advice  Given  by  Physi- 
cians,  20  Mental  Retardation  16  (1982)).  Further,  it 
included  Wolraich  and  Sipperstem's  1983  conclu- 
sion, based  on  inquiries  of  physicians,  that  physicians 
are  significantly  more  pessimistic  than  psychologists, 
educators,  allied  health  professionals,  and  social 
workers  toward  the  prognosis  for  individuals  with 
mental  retardation  (Wolraich  and  Sipperstein,  As- 
sessing Professionak'  Progrx>stic  Impressions  of  Mental 
Retardation,  21  Mental  Retardation  8  (1983)). 


Voices  have  been  heard  to  claim  that  the  data  I 
have  just  reviewed  are  outdated  ^d  no  longer 
relevant  The  former  President  of  the  American 
Academy  of  Pediatrics,  Dr.  James  Strain,  has  object- 
ed that  his  organization's  1975  survey  is  no  longer 
relevant  "Since  then,"  he  has  written,  "I  believe 
there  has  been  a  mtgor  shift  in  the  attitude  of  the 
medical  profession  and  of  society  as  a  whole 
concerning  the  care  of  mentally  retarded  infants  m 
the  nursery  and  in  later  life."  Deinstitutionalization, 
the  passage  of  the  Education  for  All  Handicapped 
Children  Act,  and  the  "change"  m  "society's  con- 
cern for  the  care  of  children"  which  has  led  to  a 
recognition  that  children  sometimes  must  be  protect- 
ed from  abusing  parents  have  resulted  m  a  consensus 
that  "m  cases  m  m  which  well-established  surgical 
techniques  have  proven  successful  m  correcting  the 
defect,  retardation,  or  other  handicappmg  condition, 
should  not  preclude  treatment"  Strain,  The  Decision 
to  Forego  Life-Sustaining  Treatment  for  Seriously  III 
Newborns,  72  Pediatrics  572  (1983).  This  change  in 
societal  attitudes,  according  to  Strain,  has  had  an 
v^fl*ect  on  pediatricians'  attitudes  "in  making  deci- 
sions to  recommend  surgical  correction  of  associated 
defects  and  to  continue  life  support  treatment  m 
handicapped  mfants."  Id.  at  S72. 

In  his  testimony  before  this  Commission  on  June 
12,  1985,  Dr.  Strain  stated  he  felt  infants  with 
Down's  syndrome  and  spina  bifida  were  now  almost 
universally  accorded  treatment  by  the  medical  pro- 
fession. He  specifically  stated  that  "all  of  the 
pediatric  literature  favors  supporting  corrective 
surgery  for  [infants  with]  Down's  syndrome"  and 
"most  babies  with  spina  bifida  are  treated"  with 
surgery.  Protection  of  Handicapped  Newborns:  Hear- 
ing Before  the  United  States  Commission  on  Civil 
Rights  (June  12-14,  1985)  (Statement  of  James 
Strain,  M.D.,  past  president,  American  Academy  of 
Pediatrics)  at  47. 

Were  Dr.  Strain's  view  correct,  one  would  expect 
to  see  it  substantiated  in  the  recent  medical  litera- 
ture. On  the  contrary,  however,  the  recent  commen- 
tary on  the  issue  is  overwhelmingly  m  favor  of 
denying  treatment  to  those  deemed  to  lack  a 
sufficient  "quality  of  life."  Beyond  the  evidence  of 
the  quite  recent  1984  survey  I  have  described,  books 
and  articles  authored  or  coauthored  by  physicians 
that  insist  quality  of  life  must  be  taken  into  account 
m  treatment  decisions  and  that  argue  a  low  quality 
of  life  ethically  justifies  or  even  mandates  letting 
some  children  with  disabilities  die  are  legion. 


Dr,  Robert  M.  Blizzard,  chairman  of  the  Depart- 
ment of  Pediatrics  at  the  University  of  Virginia 
School  of  Medicine,  has  written,  'The  ethic  of  many 
[pediatricians]  is  (and  we  believe  it  justified)  that  the 
quality  of  life  in  some  instances  should  take  prece- 
dence over  the  equality  of  life."  Blizzard,  The 
Pediatrician:  Advocate  or  Enemy  of  the  Child,  HELIX 
Autumn  1984,  quoted  in  Cooper,  The  Pediatrician  Is 
the  Child's  Advocate,  60  J,  Med.  Educ,  496,  497 
(1985).  According  to  a  1983  piece  by  Marcia  Angell, 
M,D.,  Deputy  Editor  of  the  New  England  Journal 
of  Medicine,  *'[t]he  premise  that  the  quality  of  life 
has  no  bearing  on  medical  decisions,  .  .is  a  dubious 
premise*  It  is  in  direct  conflict  with  most  current 
thinking  about  medical  ethics/'  Angell,  Handicapped 
Children:  Baby  Doe  and  Uncle  Sam,  309  N,  Eng.  J, 
Med.  659  (1983).  It  is  the  current  and  official 
position  of  the  Judicial  Council  of  the  American 
Medical  Association  that,  "In  the  making  of  deci- 
sions for  the  treatment  of  seriously  deformed  new- 
boms.  .  .[qjuality  of  life  is  a  factor  to  be  consid- 
ered. .  .  Current  Opinions  of  the  Judicial  Council 
of  the  American  Medical  Aviation  2.14,  at  10 
(1984).  This  opinion  was  also  contained  in  the 
AMA's  statement  to  the  House  Select  Education 
Committee,  opposing  a  bill  that  m  modified  form 
would  become  the  Child  Abuse  Amendments  of 
1984.  Statement  of  the  American  Medical  Association 
to  the  Select  Education  Sub-Committee,  Committee  on 
Education  and  Labor,  House  of  Representatives,  47 
Conn.  Med.  29,  29  (1983). 

A  piece  by  Dr.  George  Crile,  former  head  of  the 
Department  of  General  Surgery  of  the  Cleveland 
Clinic,  was  widely  reprinted  in  December  of  1984  in 
a  number  of  medical  newspapers  and  then  in  USA 
Today.  Dr.  Crile  wrote: 

The  law  now  states  that  in  obstetrical  units,  babies  must 
be  fed  and  given  full  support  regardless  of  how  extensive 
and  hopeless  their  ccngenital  malformations.  Despite  the 
law,  the  debate.  .  .continues.  .  .  .[The  question]  must  be 
viewed  not  only  in  the  light  of  the  individual's  right  to  life, 
but  in  that  of  society's  right  for  its  members  to  have 
pleasant  and  productive  lives,  net  to  be  lived  mainly  to 
support  the  growing  numbers  of  hopelessly  disabled,  often 
unconscious  people  whose  costly  existence  is  consuming 
so  much  of  the  gross  national  product.  .  .  . 


No  child  with  Down's  syndrome  ever  grew  up  to  be 
self-sustaining.  .  .  .If  the  parents  still  want  to  rear  their 
child,  that  should  be  their  decision,  but  there  should  be  no 
support  from  the  conununity  or  the  state. 


Crile,  The  Right  to  Life,  Medical  Tribune,  Dec.  19, 
1984,  at  27, 

In  a  March  6,  1986,  editorial  in  the  Nev>'  England 
Journal  of  Medicine,  Angell  stated,  •'Quality  of  life 
is  an  important  consideration  as  the  weight  of  our 
ethical,  medical  and  legal  traditions  suggests."  An- 
geU,  The  Baby  Doe  Rules,  314  N.  Eng.  J.  Med,  642 
(1986). 

A  1983  editorial  in  Surgical  Rounds  stated: 

Take  the  simplest  case  of  the  Down's  Syndrome  child 
with  csophogeal  or  duodenal  atresia  (like  Bloomington's 
Infant  Doe).  With  luck  his  life  can  be  saved,  and  he  can  be 
trained  to  the  point  of  being  a  happy  family  pet.  But  the 
break-up  rate  in  families  whenever  a  grossly  abnormal 
child  is  brought  home  is  very  high. 

Ravit  jh.  Big  Brother  Comes  to  the  Nursery,  6  Surgi- 
cal Rounds  10,  10  (1983), 

Dr,  Steven  Ragatz  and  Dr.  Patricia  Ellison,  from 
the  Departments  of  Pediatrics  and  Neurology  at  the 
Medical  College  of  Wisconsin,  stated  their  position 
that  "consideration  should  be  given  to  withdrawal 
of  suppor:  from  infants  who  are.  ,  .likely  to  be 
severely  retarded  and  dependent  later  in  their  lives." 
Ragatz  and  Ellison,  Decisions  to  Withdraw  Life 
Support  in  the  Neonatal  Intensive  Care  Unit,  22 
Clinical  Pediatrics  729,  729  (1983). 

If  one  thought  that  these  children  had  a  quality  of  life 
representing  that  which  one  treasures  as  a  human,  perhaps 
the  care  and  frustration  of  the  parents  would  be  justified. 
However,  these  children  have  very  limited  capacities  for 
human  relationships  and  participation  in  human  experi- 
ences,  criteria  that  others  have  considered  for  withdrawal 
of  support. 

Id  at  729. 

Dr.  John  Britton,  from  the  Depailment  of  Pediat- 
rics, Section  of  Perinatal  and  Nutrition  Science, 
University  of  Arizona  Health  Services,  has  written 
that  decisions  regarding  treatment  of  handicapped 
infants  should  be  made  on  a  case-by-case  basis,  not 
mandated  by  legislation.  J.R.  Britton,  Baby  Doe* 
Rulings— Review  and  Comment,  140  West.  J.  Med. 
303  (1984).  Further,  "Quality  of  life  considerations, 
desires  and  concerns  of  the  parents  and  economic 
unplications  for  the  family  and  society  must  be 
weighed  in  the  decision-making  process."  Id  at  3%. 

Anthony  Shaw,  M.D.,  professor  of  surgery  and 
pediatrics.  University  of  Virginia  School  of  Medi- 
cme,  has  defined  quality  of  life  as  the  product  of  an 
infant's  natural  endowment  and  the  contributions 
made  to  the  child  by  the  home  and  family  unit  and 
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by  the  society  as  a  whole.  Shaw,  Defining  The 
Quality  of  Life,  7  Hastings  Ctr-  Rep.  11,  11  (1977). 

In  his  testimony  l»efore  this  Commission,  Dr. 
Shaw  tried  to  justify  nis  formxila  by  saying  that  his 
intention  was  to  "maximize  those  factors  that  would 
improve  quality  of  life."  Protection  of  Handicapped 
Newborns:  Hearing  Before  the  United  States  Commis- 
sion on  Civil  Rights  (June  12-i4, 1985)  (Statement  of 
Dn  Anthony  Shaw)  at  82.  He  claims  to  have  been 
particularly  motivated  by  the  fact  that  Down's 
syndi — le  children  often  were  placed  in  institutions. 

Back  in  the  seventies,  particularly  early  seventies,  late 
sixties,  many  of  us  were  discomfitted  by  the  idea  thst  we  as 
pediatric  surgeons  could  operate  on  these  babies  and  open 
up  their  intestinal  tract  so  that  they  could  eat,  and  the 
parents  would  then  through  their  own  dcdsion  or  sugges- 
tion to  them  by  family,  friends,  pediatricians  or  whatever, 
turn  the  biaby  over  to  an  institution.  And  those  of  us  who 
took  the  trouble  to  look  at  these  institutions  were  by  and 
large  horrified  at  the  conditions  that  existed  and  the  way 
babies  were  subs«iuently  managed.  Id  at  89. 

However,  Shaw's  writings  in  that  time  period 
show  a  different  point  of  view.  In  a  1972  article 
published  in  the  New  York  Times  Magazine,  Shaw 
wrote  of  havmg  seen  "families  emotionally  and 
financially  drained  by  mongoloid  children"  and 
"marriages  destroyed  by  the  inability  of  the  partner 
to  deal  with.  .  .a  mongoloid  child."  A.  Shaw, 
Doctor,  do  we  have  a  choice?  New  York  Times 
Magazine,  Jan.  30,  1972,  44.  Later  in  the  same 
article,  he  wrote: 

{T]he  emotional  and  financial  :e30urces  of  many  families 
are  poured  out  for  helpless  retardates  while  children  with 
real  potential  are  stunted  in  institutions  or  a  series  of  foster 
homes. 

Parents  of  mongoloids  have  the  legal  (and,  I  believe,  the 
moral)  responsibility  of  deteraiining  if  their  child  with  a 
potentially  deadly  but  surgically  correctible  defect  should 
live  or  die. 

Id.  at  52-53. 

Shaw  now  claLns  that  the  sole  purpose  of  his 
formula  was  to  keep  alive  those  infants  who  might 
otherwise  not  receive  treatment  and  would  die. 
However,  in  his  article  defining  his  quality  of  life 
formula,  Shaw  pointed  to  "a  child  bom  normally 
formed  but  .  .in  an  urban  ghetto  to  an  unwed 
teenage  drug  addict"  If  society  did  not  provide  for 
such  a  child,  even  vnth  a  "respectable  quantity"  of 
natural  endowments,  the  child's  quality  of  life  would 
be  worihless  because,  according  to  Shaw,  nothing 


would  be  provided  by  the  home.  Shaw,  Defining  the 
Quality  of  Life,  supra,  at  11. 

Shaw's  formula  [QL  =  NE  X  (H  +  S)]  was  used 
as  the  basis  fc^  initial  decisions  not  to  treat  33  infants 
with  spir*a  bifida  over  a  5-year  period  at  Oklahoma 
Children's  Memorial  Hospital.  Gross,  Cox,  Tatyrek, 
Pollay,  and  Barnes,  Early  Management  and  Decision 
Making  for  the  Treatment  of  Myelomeningocele,  72 
Pediatrics  450  (1983). 

Writing  in  support  of  such  a  definition  of  quality 
of  life  and  agamst  "the  federal  govemment'[s]" 
effort  to  "decltre  severe  mental  impairment  iirele- 
vant  to  medical  decisions"  in  mandating  nondiscri- 
minatory treatment  for  children  with  disabilities.  Dr. 
Joel  Frader,  a  pediatrician  at  Pittsburgh  Children's 
Hospital,  expostulated,  "Why  shouldn't  non-medical 
considerations^  like  family  and  community  re* 
sources,  a  family's  leiigious  beliefs,  or  shiiilar  factors 
become  important  to  the  decisio^^s?  Good  reasons 
for  permitting  death  may  exist."  t>*ader.  Treating 
Baby  Doe  Con:  The  Benefits  Must  be  Weighted, 
Pittsburgh  Press,  May  18,  1984,  at  83. 

The  attitude  of  the  Bioethics  Committee  of  the 
American  Academy  of  Pediatrics  is  that  while 
treatment  should  not  be  withheld  if  the  sole  reason 
for  doing  so  is  to  benefit  the  psychological  or  social 
well-being  of  others,  if  the  mfant's  life  is  deemed  to 
be  one  that  will  be  filled  with  suffering,  familial 
concenu^  are  also  to  be  used  in  the  treatment 
decision. 

While  the  needs  and  interests  of  parents,  as  well  as  of  the 
larger  society,  are  proper  concerns  of  the  pediatri- 
cian. .  .[w]ithhold*ng  or  withdrawing  life-sustaining  treat- 
ment is  justified  only  if  such  a  course  serves  the  interests  of 
the  patient.  When  the  infant's  prospects  are  for  a  life 
dominated  by  suffering,  the  concerns  of  the  family  may 
play  a  larger  role.  Treatment  should  not  be  withheld  for 
the  primary  purpose  of  improving  the  psychological  or 
social  well-being  of  others,  no  matter  how  poignant  those 
needs  may  be. 

American  Academy  of  Pediatrics,  Committee  on 
Bioethics,  Treatment  of  Critically  III  Newborns,  72 
Pediatrics  565,  566  (1983). 

Irwin  Krasha,  M.D.,  Department  of  Pediatrics 
Surgery  and  Pediatrics,  Rutgers  University,  asks  us 
to  "[t]hink  about  the  family's  right  to  happiness 
without  this  tragic  creature  [the  seriously  iL\  new- 
bom]  ruinmg  their  lives."  Krasha,  The  Infant:  Right 
to  Privacy  and  Patient's  Right  to  Know,  51  Mt.  Sinai  J. 
Med.  25,  25  (1984). 
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Dr.  Blizzard  argues  that  **it  is  wrong  to  prolong 
the  life  of  an  infant.  .  .who  will  never  think,  walk, 
or  talk,  when  the  parents  decide  that  they  and  the 
infants  sibUngs  cannot  cope  with  such  prolongation, 
and  tiist  prolongation  is  to  the  detriment  of  the 
family  stability."  Blizzard,  Ue  Pediatrician:  Advocate 
or  Enemy  of  the  Child,  HELIX,  Autumn  1984,  quoted 
in  Cooper,  supra,  at  497  (1985). 

Physicians  often  claun  that  life  with  a  severe 
enough  disability  is  a  life  of  suffering.  "Where 
treatment  has  a  high,  probability  of  causing  signifi- 
cant pain  and  sufTering  and  a  low  probability  of 
preserving  a  life  valuable  to  the  patient  should  we 
not  permit  a  decision  to  withhold  it?"  Moskop  and 
Saldanna,  The  Baby  Doe  Rule:  Still  a  Threat,  16 
Hastings  Ctr.  Rep.  8,  9  (1986).  Moskop,  associate 
professor  of  medical  humanities,  and  Dr.  Saldanna, 
assistant  professor  of  pediatrics/neonatology,  East 
Carolina  University  School  of  Medicine,  feel  there  is 
a  threat  of  **unjustified  prolongation  of  life"  to  some 
handicapped  children.  Id  at  9. 

Carol  Lyxm  Berseth,  M.D.,  from  the  Pediatrics 
Department  at  the  Mayo  Clinic,  has  written,  'To 
offer  extraordinary  support  to  these  infants  [with 
severe  handicaps]  is  to  prolong  their  suffering  by 
traumatizing  them  further  with  invasive  tech- 
niques," Berseth,  A  Neonatologist  Looks  at  the  Baby 
Doe  Rule:  Ethical  Decisions  by  Edici,  11  Pediatrics 
428, 429  (1983).  Angell  wrote  that  decisions  regard- 
ing treatment  for  newborns  "properly  include  con- 
siderations of  future  suffering.**  Angell,  The  Baby 
Doe  Rules,  supra,  at  643. 

In  Angeirs  1983  editorial,  she  statea  the  issue 
involved  in  treatment  decisions  was  "one  of  future 
suffering.  Do  we  have  the  right  to  inflict  a  life  of 
suffering  on  a  helpless  newborn  just  because  we 
have  the  technology  to  do  so.  ,  .?"  Angell,  Handi- 
capped  Children:  Baby  Doe  and  Uncle  Sam,-  supra,  at 
660.  Kathlyn  E.  McGoldrifk,  M.D.,  editor  of  the 
Journal  of  the  American  Medical  Women's  Asspcia- 
tion,  has  written  that  the  view  of  most  physicians  is 
"that  aggressive  manaifemeni,  wbi^h  only  prolongs 
the  pain  and  suffering  of  a  hopeie  Jy  impaired 
infant,  is  neither  humane  nor  rational.**  McGoldrick, 
Baby  Jane  Doe:  questions  and  quagmires,  39  J.  Am. 
Med.  Wom.  Assoc.  67,  67  (1984). 

Another  reason  given  for  the  denial  of  treatment 
to  children  with  disabilities  is  based  on  lunited 
financial  resources.  An  anonymous  neonatalogist, 
writmg  in  a  popular  magazine,  protested  that  the 
"mandatory  treatment  of  all  infants  with  serious 
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defects  would  soon  exhaust  '^le  capacity.  .  .of  e\i 
[Neonatal  Intensive  Care  Unit^i]  in  the  country."  Dr. 
"N,"  Should  This  Baby  Be  Kept  Alive.  .  .  Who  Can 
Best  Decide?  Woman's  Day,  Apr.  24,  1984  at  69.  See 
also  Moskop  and  Saldanha,  supra,  at  12. 

Dr.  Ravitch  has  written  that  "at  some  point  along 
the  Une  the  mer  *  ioUar  cost  of  these  efforts  [to  treat 
seriously  ill  nev^^ioms]  will  be  questioned."  Ravitch, 
supra,  at  12.  Ragatz  and  Ellison  also  btated  that 
financial  considerations  should  play  a  part  in  the 
detcrmmction  of  what  treatment  should  be  given: 
"IT|hat  factor  [finances]  must  be  included  in  the 
analysis,  especially  at  a  time  >yhen  programs  for  the 
handicapped  are  losing  funding,  community  support 
services  are  disappearing,  maintenance  funds  and 
services  for  institutionalized  children  are  decreasing, 
and  funds  for  health  care  are  limited."  Ragatz  and 
Ellison,  supra,  at  729. 

Dr.  Britton  also  spoke  of  the  increasing  financial 
burdens  that  are  likely  to  result  from  federal  regula- 
tions  on  treatment  of  handicapped  newborns. 

If  current  rulings  are  upheld,  the  cost  to  society  could 
be  enormous.  Although  the  potential  economic  impact  of 
Baby  Doe  rulings  has  not  been  assessed,  the  personal 
financial  burden  to  parents  of  long-term  home  care  for 
chronic  problems  and  frequent  physician  visits  and  hospi- 
tal admissions  for  acute  problems  to  which  many  such 
infants  are  prone  may  be  great.  .  .because  intensive  care  is 
required  for  many  defective  newborns,  increasing  the 
number  of  such  infants  will  likely  necessitate  expansion  of 
both  physical  facilities  and  nursing  and  physician  staff  in 
neonatal  intensive  care  nurseries.  Such  expansion  of  health 
care  supply  to  meet  .an  increase  in  demand  is  likely  to 
occur  slowly,  if  at  all,  and  in  the  interim  other  infants 
requiring  intensive  care  may  either  be  denied  admission  to 
an  mtensive  care  unit  or  receive  crapromiscd  care  by 
overextended  staff.  The  institution  of  Baby  Doe  regula- 
tions could  precipitate  a  health  care  shortage  of  crisis 
proportions,  compromising  both  the  quality  and  quantity 
of  that  care. 

Britton,  supta,  at  306. 

The  realities  of  neonatal  intensive  care  units  also 
contradict  any  assertion  of  a  change  in  attitudes  in 
the  medical  profer^^  ^n.  Norman  Post,  M.D.,  Assis- 
tant Professor  o*  .  aatrics  at  the  University  of 
Wisconsin  School  of  Medicine,  has  written,  "It  is 
common  in  the  United  States  to  withhold  routine 
surgery  and  medical  care  from  infants  with  Down's 
Syndrome."  Post,  Passive  Euthanasia  of  Patients  with 
Down's  Syndrome,  142  Arch.  Inten.  Med.  2295 
(1982).  Dr.  Walter  Owens,  the  physician  who  first 
counselled  nontreatment  for  "Baby  Doe"  in  Bloom- 
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ington,  testified  at  an  April  13,  1982,  hearing  before 
Judge  Jolm'Saker,  that  even  if  life-saving  treatment 
had  loeea  administered,  the  infant  would  not  have 
possessed  vs^hat  he  considered  a  "minimally  accept- 
able quality  of  life/'  Further  he  stated: 

-  [TPus  would  still  not  be  [a]  normal  child.  .  .Some  of 

y  these  [Down's  Syndrome]  children.  .  .are  mere 
blobs.  •  .[M}ostofthem  eventually  learn  to  walk  and  most 
eventually  toun  to  talk.  .  .  .[Tlhis  talk  consists  of  a  single 
word  or  soo^thing  of  this  sort  at  best  .  .  .These  children 
are  quite  inci^le  of  telling  us  what  they  feel  and  what 
they  sense,  ,ap.d  so  on. 

Petition  for  Certiorari  at  8,  Infant  Doe  V,  Blooming- 
ton  Hr^ital,  filed  Sept.  13,  1983,  cert  denied  104 
S.Ct  394  (1983). 

Likewise,  Dr.  John  Ress,  the  Bloomington  baby's 
physician,  has  written:  'The  potential  for  mental 
function  and  social  mtegration  of  this  child,  as  of  all 
infants  with  Down's  Syndx'ome,  is  unknown."  (Pless, 
lite  Story,  of  Baby  Doe,  30)  New  Eng.  J.  Med.  664 
(1983)). 

Further,  the  experience  of  the  5-year  study  per- 
formed at  Oklahoma  Chtidren's  Memorial  Hospital 
is  a  resounding  indication  that  physicians  still  feel 
that  there  are  certain  infants  who  shoujd  not  be 
treated. 

Of  67  infants  with  myelomeningocele  who  were 
admitted  to  the  hospital,  33  (48  percent)  were 
recommended  for  nontreatment  Of  these  33,  5  were 
treated  at  the  request  of  the  parents,  two  were  later 
tieated  aggressively,  1  was  treated  by  crisis  manage- 
ment, and  there  was  no  folio wup  on  1.  The  remain- 
ing 24  children  who  were  recommended  for  non- 
treatment  died  within  189  days  after  birth.  Factors 
used  to  determine  which  infants  would  be  treated 
included,  among  others,  the  existence  of  other 
handicaps  which  would  prevent  self-care  as  m  adult 
and  the  economic  and  intellectual  resources  of  the 
family.  Gross,  Cox,  Tatyrek,  Pollay,  and  Barnes, 
Early  Management  and  Decision  Making  for  the 
Treatment  of  Myelon  eningocele,  72  Pediatrics  450, 
451  (1983).  During  the  18  months  following  the  5-^ 
year  study  repotted  by  the  Oklahoma  team,  an 
additional  15  children  were  sent  to  the  same  shelter 

•  Duff,  Human  Ambiguity,  supra  note  81.  [Editor's  note: 
Footnote  text  is  reprinted  as  it  appeared  in  the  aiiicle;  the  note 
numbers  have  been  changed.] 

•  Hafdman,  The  Role  of  Congress  in  Decisions  Relating  to  the 
Withholding  of  Medical  Treatment  from  Seriously  III  Newborns,  9  J. 
Assoc.  Persons  Severe  Handicaps  3-7  (Spring  19S4). 

•  Shaw,  Ethical  Issues,  supra  note  71. 

<  Treating  the  Defective  Newborn,  supra  note  73. 


where  tlie  original  24  had  died.  All  but  one  of  these 
infants  died  before  the  shelter  was  closed  by  state 
officials  for  various  health  and  safety  violations.  C. 
Sherwood,  Oklahoma  "chamel house'*  held  38  infants 
sent  to  die,  in  Baby  Doe:  The  Politics  of  Death  9 
(1984). 

With  respect  to  the  actual  incidence  of  selective 
nontreatment,  abuse,  and  neglect,  I  noted  in  my 
article  (Tumbull,  Incidence  of  Infanticide  in  American- 
Public  and  Professional  Attitudes,  1  Issues  in  L.  & 
Med.  363  (1986))  that  the  data  are  scarce.  They 
nonetheless  exist.  Set  out  below  are  excerpts  from 
my  article. 

Incidence  of  SdectiTe  Nontreatment,  Abuse,  and  Neglect 

Here,  again,  the  data  are  scant  Duff  and  Campbell 
reported  that  of  299  consecutive  deaths  in  a  special-care 
nursery,  43  (14%)  were  related  to  the  withholding  of 
treatment.^  Hardman^  has  noted  that,  if  those  data  are 
extrapolated  to  a^national  figure  multiplied  by  the  number 
of  newborn  intensive  care  nurseries  in  existence  in  1973, 
the  result  would  be  that  ''several  thousand  infants  a  year" 
would  not  be  treated  and  would  have  died  during  that 
year. 

The  John  Hophns  Hospital  case  also  was  reported  that 
year,  and  the  report  intimated  that  the  death  of  that  one 
child  is  replicated  at  the  hospital  and  elsewhere. 

The  1975  survey  of  pediatricians  and  pediatric  sur- 
geons,' the  1976  survey  of  the  San  Francisco  physicians,* 
and  the  1977  survey  of  Massachusetts  physicians  * 
concerned  the  Senate  Coiamittee  on  Labor  and  Human 
Resources.  The  Committee  noted  that,  if,  since  1975, 
physicians  have  been  acting  on  their  convictions,  federal 
policy  on  the  civil^rights  of  handicapped  people  is  being 
contravened*  and  presumably  some  children  were  dying 
because  of  selective  nontreatment  The  Senate  Committee 
noted,  quite  properly  that  ''incidence  of  actual  denial  on 
the  basis  of  disability  is  difficult  to  document."'  But  A  also 
cited  the  testimony  of  Dr.  David  M.  McClone,  Chairman, 
Department  of  Pediatric  Neurosurgery,  Children's  Memo- 
rial Hospital,  Chicago,  that  in  1983,  10  of  200  children 
bom  with  spina  bifida  referred  to  his  hospital  for  treatn'^^nt 
**had  been  denied  prompt  surgical  therapy"  before  trans- 
fer. Dr.  McClone  concluded,  if  that  sample  is  nationally 
representative,  approximately  5%  of  newborns  with  spina 
biHda  (400  infants)  are  subjected  to  some  form  of  nontreat* 
ment  annually.^  The  Committee  also  reported  Dr.  Koop's 
testimony  that,  **in  recent  months**  he  had  received  **over 

»  Todres,  supra  note  72. 

•  Senat?  Comm.  on  Labor  and  Hu^^\n  Resources,  Child 
Abuse  Prevention  and  Treatment  and  Adoption  Reform 
Act  Af4£NDMENTS  OF  1983,  S.  Rep.  No.  246,  98th  Cong.,  1st 
Sess.  9  (1983). 

'  Id 

•  Id 
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20  contacts"  from  nurses  who  objected  to  carrying  out 
physicians*  orders  to  deny  food,  to  handicappedsnew- 
borns.* 

Shurtleff  and  his  colleagues*^  recommended  aggressive 
treatment  for  all  spina  bifida  children  (if  good  intellectual 
prognosb  is  present),  regardless  of  the  level  of  the  spinal' 
lesion.  Of  88  patients  ueated  with  supportive  care,  only  52 
were  bora  before  1965  (the  "early"  group).  In  1965,  the 
physi  Jis  began  an  evaluative  process  of  newborns.  They 
selected  36  of  the  88  (40.9%)  for  only  supportive  treat- 
ment after  1965  (the  so-called  "younger"  group).  Of  the 
36,  there  were  34  whose  parents  accepted  the  initial 
recommendation  of  nonintervention;  the  children  were 
discharged  to  nursing  homes.  Of  the  early  group,  30% 
survived  to  be  at  least  twenty  years  old  and  10%  of  the 
younger  group  survived  to  be  at  least  two  years  old.  In 
other  words,  some  babies  survived  in  spite  of  the  pessimis- 
tic initial  evaluation. 

A  study  by  Feetham  and  his  colleagues"  noted  that  3  J 
of  75  newborns  (41.3%)  with  spina  bifida  initially  were  not 
treated.  jiU  70%  of  them  were  still  alive  at  the  age  of 
eighteen  months. 

Wolraich"  reported  an  evaluation  of  27  babies  with 
spina  bifida  who  were  followed  over  a  three  year  period. 
Among  them,  12  met  Lorber's  criteria  as  not  qualifying  for 
aggressive  treatment;  c  letheless,  four  families  opted  for 
'/igorous  treatment,  and  two  of  the  four  babies  died  within 
seven  months.  With  respect  to  the  other  8  in  that 
nontreatment  cohort  of  12,  3  (25%)  were  treated  subse- 
quently, 5  (41.6%)  were  not,  and  5  died. 

Gross  and  hb  colleagues"  reported  in  1983  that,  during 
a  five  year  period  beginning  in  1977,  33  babies  out  of  69 
(47.8%)  who  had  spina  bifida  were  subject  to  decisions 
about  nontreatment.  Five  were  initially  treated  at  the 
parents*  request,  two  underwent  delayed  vigorous  treat- 
ment, one  was  subsequently  treated  by  crisis  maragement, 
one  moved  and  dropped  out  of  the  study,  and  24  (34.7%) 
received  only  supportive  care  and  died  between  1  and  189 
days  of  life  (m&m,  37  days). 

Post"  reporied  that  it  is  "coni.  ion  in  the  United  States 
to  withhold  routine  surgery  and  medical  care  from  infants 
with  Down  syndrome  for  the  explicit  purpose  of  hastening 
death." 


•  Id. 

"  Shurtlcfl;  Haydcn,  Lowscr  &  Kronmal,  Myelodysplasia:  Deci- 
sion for  Death  or  Disability,  291  New  Eng.  J.  Med.  1005  (1974). 
"  Feetham,  Tweed  &  Pcrrin,  Practical  Problem  in  Selection  of 
Spina  Bifida  In/ants/or  Treatment  in  the  USA,  28  Kindcrchair  ZOl 
(1979). 

"  Wolraich,  Medical,  Ethical  and  Legal  Issues  in  Selective  Use  of 
RehabilitatfTe  Care  in  the  Management  of  Children  with  Spina 
Bifida,  2  Spina  Bird  a  Therapy  213  (J980). 
"  Gross,  Cox,  Tatyrck,  Pollay  &  Barnes.  Early  Management  and 
Decision'Making  for  the  Treatment  of  Myelomeningocele,  12 
Pediatrics  450  (1983). 

"  Fosu  Passive  Euthanasia  of  Patients '^th  Down's  Syndrome,  142 
Arch.  Inter.  Med.  2295  (1982). 
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Ragatz  and  Ellison"  reviewed  twenty  "cases"  in* a 
neonatal  unit  at  a  university  hospital  in  which  the  decision 
to  withdraw  treatment  was  made;  they  noted  that  these 
twenty  children  represented  2.7%  of  all  neonatal  intensive 
care  unit  (NICU)  admissions  during  the  sixteen  months  of 
their  review. 


Of  course,  some  very  strong  inferences  can  be  made 
from  the  reports  of  nontreatment.  Horan  aiid  Robertson" 
have  concluded  that  the  practice  of  selective  nontreatment' 
apparently  is  "common"  and  "may  be  gaining  status  as 
'good  medical  practice'"  in  America.  Indeed,  the  Presi- 
dent's Commission  for  the  Study  of  L'hical  Problems  in 
Medicine  and  Biomedical  and  Behavioral  Research  has 
endorsed  .selective  nontreatment  and  reported  that  it 
occurs,  without  being  able  to  say  how  often." 

Finally,  the  Department  of  Health  and  Human  Services 
has  reported  that  it  has  not  been  able  to  reach  any  finding 
of  discrimination  after  investigating  forty-nine  cases  of 
alleged  discriminatory  withholding  of  medical  care  during 
the  few  months  that  it  was  enforcing  the  Baby  Doe 
regulations  under  Section  504." 

Here,  then,  is  the  situation.  Some  physicians  elect  not  to 
treat  some  children.  Some  parents  agree  not  to  have  their 
children  treated.  Some  nontreated  children  (the  majority) 
die  sooner  or  later  (usually  sooner)  after  the  nontreatment 
decision  is  made.  It  is  not  known  for  certain  how  many 
physicians  elect  not  to  treat,  how  many  parents  agree  to 
nontreatment,  how  many  physicians  chose  to  treat  and 
how  aggressively  they  treat,  how  many  parents  agree  to 
treatment  and  to  aggressive  treatment,  how  many  children 
who  are  treated  nonaggressiveiy  or  aggressively  survive, 
how  long  they  survive,  how  they  live  once  they  survive, 
and  whether  selective  nontreatment  ever  will  be  accurate- 
ly reported,  since  some  of  it  may  be  done  covertly  or 
outside  of  those  facilities. 

Furthermore,  it  is  increasingly  unlikely  that  there  v/ill 
be  reliable  research  data  about  the  incidence  and  conse- 
quence of  nontreaUnent  The  climate  about  nontreatment 
has  changed  (selective  nontreatment  seems  less  defensible 
in  these  days  of  a  disa<^ility  rights  ethos)  and  because  the 
laws  concerning  nontreatment  have  either  been  changed 
(as  in  the  case  of  the  federal  child  abuse  laws)  or  seein  to 
be  more  likely  to  be  applied. 

"  Ragalz  &  EHison,  Decisions  to  Withdraw  Life  Support  in  the 
Neonatal  Intensive  Care  Unit,  22  Clin.  Pediatrics  729  (1V83). 
"  Koran  &  Robertson,  cited  in  Ethical,  Moral  anp  Legal 

CONSIDERATIOHS-  ON  THE  PRACTICE  OF  WrTHHOLDlNG  MEDICAL 

Treatment  from  Infants  wnw  CoNOEwrrAL  Defects  (P. 
Guess,  a  Dussault,  F.  Brown,  M.  Mulligan  &  F.  Orclovc  eds. 
(1984)). 

"     President's  Commission  for  the  Study  of  Ethical 
Problems  in  Medicine  and  Bioiedical  and  Behavioral 
Research,    Deciding    to    forego  Life-Sustaining 
Tpfatment  217-223  (1983). 
"  49  Fed.  Reg.  1646-1649  (1984). 
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Tfc  c  most  likely  is— and  probably  always  will  be— ihe 
occurrence  of  nontreatmcnt  of  infants  who,  under  the 
Pretid<:nVs  Commission's  guidelines,  the  "Principles  of 
Treatment"  and  the  federal  and  state  child  abuse  laws, 
nonetheless  should  be  treated.  Parental  '^d  physician 
attitudes  about  some  disabled  newborns  will  encourage 
and  tolerate  some  underground  practices  of  nontreatment 

There  will  always  be  difiicult  line-drawing  problems. 
There  may  be  reasoned  differences  among  mediwd  experts 
whether  a  particular  child  should  have  been  treated  as  a 
medical  matter,  assuming  the  experts  are  in  consensus 
about  the  mcanmg  of  the  applicable  law.  There  also  may 
be  reasoned  differences  about  the  meanmg  of  the  law, 
^v'ithout  regard  to  its  application.  The  fact  that  there  may 
idways  be  indefensible  cases  of  nontreatment  does  not 
mean,  in  any  way,  that  those  cases  should  be  tolerated.  It 
simply  means  that,  whatever  little  we  know  for  certain 
today  about  the  incidence  of  nontreatment,  we  are  likely 
to  know  nothing  more,  and  perhaps  even  less,  about  it  in 
the  future. 

Ironically»  this  survey  of  contemporary  medical 
literature  is  reinforced  by  the  testimony  offered 
before  this  very  Commission  in  June  1985.  Numer- 
ous witnesses  gave  their  feelings  on  how  treatment 
decisions  should  be  affected  by  quality  of  life 
considerations.  Mildred  Stahhnan  is  head  of  the 
Di»/ision  of  Neonatology  at  Vanderbilt  University 
School  of  Medicine.  In  her.  testimony  before  this 
Commission,  Dr.  Stahlman  stated  that  "an  easUy 
remedial  surgical  condition  ought  to  be  performed  // 
it  offers  a  relatively  poui-free  existence  beyond 
that**  Protection  of  Handicapped  Newbonts:  Hearing 
Before  the  United  States  Commission  on  Civil  Rights 
(Jtine  12^14, 1985)  (Statement  of  Mildred  Stahlman, 
M.D.)  at  16  (emphasis  added).  She  later  testified  that 
in  making  a  treatment  decision,  consideration  should 
be  given  to  "whether  or  not  the  individual.  .  .has 
any  humannesi;  in  the  quality  of  their  life."  Id.  at  16. 
Joseph  Boyle,  president  of  the  American  Medical 
Association,  told  the  Commission  that  federal  inter- 
vention through  section  504  of  thu  1973  Rehabilita- 
tion Act  would  "create  a  state  in  which  an  infant 
wiirbe  forced  to  live  in  pain,  spasticity,  under  heavy 
sedation  and  narcotics."  Id  (Statement  of  Joseph 
Boyle,  M.D.)  at  48.  Dr.  Siva  Subramanian,  director 
of  the  nursery  at  Georgetown  University  Medical 
Center,  indicated  that,  when  the  assessment  of  the 
doctors  was  that  the  trcatmenti  would  **bring  more 
pain  and  suffering  without  any  benefit  for  that 
patient,''  withdrawal  of  life  support  systems  would 
be  discussed  with  the  parents.  Id.  (Statement  of  Siva 
Subramanian,  M.D.)  at  91.  According  to  Mary  Anne 
Warren  of  the  Department  of  Philosophy,  San 


Francisco  State  University,  it  is  impossible  to  avoid 
quality  of  life  considerations.  To  her,  the  relevant 
question  is  whether  the  child  wUl  ever  "have  a  level 
of  human  experience.  .  .beyond  the  simple  capacity 
to  suffer.*'  Id  (Statement  of  Mary  Aime  Warren, 
Ph.D)  at  150.  Jeffrey  Ponerance,  director  of  neona- 
tology at  Cedars-Sinai  Medical  Center  in  Los  An- 
geles, continued  the  support  for  quality  of  life 
considerations.  He  labelled  the  DHHS  regulations 
allowing  for  the  withdrawal  of  care  if  such  care 
were  futile,  but  not  the  withdrawal  of  care  if  the 
infant  were  handicapped,  as  "inappropriate  reason- 
ing.*' Id  (Statement  of  Jeffrey  Ponerance,  M.D.)  at 
180. 

Critical  to  the  quality  of  life,  in  the  opinion  of 
many  of  the  witnesses  at  the  1985  hearings,  were  the 
societal  and  familial  interests  involved.  Dr.  Cynthia 
Barrett,  durector  of  the  Newborn  Intensive  Care 
Unit  and  head  of  neonatology  at  UCLA  Medical 
Center,  spoke  directly  to  the  costs  to  the  family  by 
saying,  "pTlheir  emotional  costs  [after  the  birth  of  a 
child  with  disabUities]  are  very  high.  They  see  a 
child  over  whom  they  have  not  control,  whom  they 
cannot  carry,  handle,  nurture  .  .  .  .[F]urther,  the 
financial  costs  are  inordinate."  Id  (Statement  of 
Cynthia  Barrett,  M.D.)  at  93.  Dr.  Subramanian 
testified  that  the  question  of  treatment  for  infants 
was  one  of  "familial  autonomy  in  terms  of  the  family 
as  a  unit,  and  th**,  parents  in  the  best  interests  of  the 
patient  will  be  able  to  express  thdr  opinion  in  terms 
of  autonomy."  Id  (Statement  of  Siva  Subramanian, 
M.D.)  at  90.  Later  during  the  hearings,  Joy  Penti- 
cuff.  Associate  Professor  at  the  University  of  Texas 
School  of  Nursing,  told  the  Commission  that  "if  the 
famUy  say  they  can't  deal  with  this  situation  [a 
handicapped  newborn],  if  they  believe  that  their 
baby's  life  is  going  to  be  a  life  full  of  pain  and 
suffering,"  the  family  should  be  able  to  withhold 
treatment  from  then:  child.  Id  (Statement  of  Joy 
Penticuff,  Ph.D)  at  205.  Dr.  Warren  also  expressed 
the  opinion  that  the  decision  to  treat  is  one  which 
the  faimly  must  make.  Id.  (Statement  of  Mary  Anne 
Warren,  Ph.D)  at  160. 

The  bias  of  the  physicians  also  extends  in  the  area 
of  decision-making  by  affecting  what  the  doctors  tell 
the  infant's  parents.  A  Michigan  doctor  says  that 
"The  worst  possible  prognosis  is  often  the  only  one 
presented."  Turkel,  After  Baby  Doe,  78  South.  Med. 
J.  364  (1985).  Thomas  Elkins,  Assistant  Professor, 
Chief,  Division  of  Gynecology,  University  of  Michi- 
gan Medical  School,  and  Doug  Brown,  Assistant 
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Professor,  Harding  Graduate  School  of  Religion,  in 
their  recent  article  in  Issties  in  Law  and  Medicine, 
Stated,  "In  an  new  era  of  noninstitutionalization, 
increased  educational  oppprtunities  and  increased 
socialization,  the  medical  Uterature  describing  physi- 
cal, mental,  and  social  prognosis  data  for  Down 
syndrome  and  many  other  disabilities  is  often  obso- 
lete/' EUdns  and  Brown,  An  Approach  to  Down 
Syndrome  in  Light  of  Infant  Doe,  1  Issues  in  L.  & 
Med.  419,  432  (1986).  Further,  they  detail  the 
frustration  parents  of  Down's  syndrome  children 
often  feel  because  doctors  frequently  fail  to  ac- 
knowledge and  talk  to  the  parents  of  the  benefits 
which  such  a  child  can  bring  to  the  family,  dwelling 
instead  on  the  child's  limitations.  Id,  at  433. 

A  1985-86  article  published  in  the  Journal  of  Law 
and  Health  describ«i  the  parents'  role  as  largely 
passive.  The  information  they  receive  supports  the 
recommendation  of  the  physician,  and  the  consent 
given  is  based  upon  such  biased  information.  Ma- 
lone,  Medical  Authority  and  Infanticide,  1  J.  of  L.  and 
Health  77,  98  (1985-86).  Malone  goes  on  to  say: 
"While  parents  can  influence  what  a  doctor  recom- 
mends depending  on  whether  physicians  i>erceive 
the  parents  as  positive  or  negative  toward  the  infant, 
they  are  seldom  active  decision-  makers  in  a  mean- 
ingful way."  Id.  at  98-99.  This  information  makes  it 
much  more  likely  that  a  bias  by  physicians  will  have 
a  profound  effect  on  the  treatment  decision  that  is 
made  for  a  newborn  with  a  disability. 

It  is  obvious  tha*  many  health  care  professionals 
still  feel  that  there  are  circumstances  in  which  it  is 
proper  to  deny  medical  care  to  children  with 
disabilities.  Overwhelmingly,  these  decisions  appear 
to  be  based  on  the  doctor's  own  opinion  regarding 
the  child's  ''quality  of  life"  after  treatment.  Govern- 
mental action  to  protect  thes.^  children  from  death  is, 
therefore,  amply  justified  and  urgently  needed. 

Attitudes  elicit  behavior.  If  societal  attitudes 
concerning  people  with  mental  disabilities  were  not 
negative,  one  would  not  expect  the  same  type  of 
societal  and  legal  discrimination  against  them  as  has 
existed,  including  by  way  of  discrimination  in 
raedical  treatment. 

Because  attitudes  elicit  behavior,  it  is  important  to 
consider  them.  The  professional  literature  that  I 
have  reviewed  consists  of  surveys  about  physician 
attitudes.  Not  surprisingly,  physician  attitudes  are 
not  significantly  different  (as  reported)  from  general 
societal  attitudes,  both  now  and  historically. 
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There  is,  however,  another  aspect  of  attitudes- 
one  that  the  Commission,  like  the  professional 
community,  has  overlooked.  It  is  the  attitude  of 
people  with  disabilities  and  their  iWilies. 

If  attitudes  truly  do  elicit  behavior,  then  the 
attitudes  of  people  with  disabilities  and  their  families 
must  be  considered  as  the  proper  federal  govern- 
mental behavior  is  shaped  by  the  Commission, 
Congress,  and  the  coiurts. 

Orlansky  and  Reward's  Voices:  Interviews  with 
Handicapped  People  (1981)  are  strong  first  -person 
testimony  concerning  the  positive  quality  of  life  that 
people  with  severe  to  mild  physical  or  mental 
disabilities  can  and  do  have.  TumbuU  and  Tumbull's 
Parents  Speak  Out  (1986)  contains  powerful  first- 
person  accounts  of  the  strength  that  parents  of 
children  v/ith  mental,  emotional,  and  physical  disa- 
bilities draw  from  their  unusual  parenthood,  always 
in  the  face  of  devaluing  and  discriminatory  attitudes 
held  by  some  physicians  and  other  professionals.  No 
More  Stares  (1982),  a  publication  of  the  Disability 
Rights  Education  and  Defense  Fund,  Inc.,  gives 
further  testimony  to  the  fact  that  a  positive  quality 
of  life  can  derive  solely  from  being  disabled. 

My  wife,  Ann  P.  Tumbull,  a  professor  at  the 
University  of  Kansas,  and  I  have  been  troubled  by 
the  ahnost  single-minded  focus  on  the  pathology  in 
disability— on  the  pervasive  attitude,  held  by  physi- 
cians and  other  professionals,  that  disability  auto- 
matically  equates  with  nothing  except  burden.  Yet, 
as  parents  of  a  child  with  low  moderate  mental 
retardation  who  have  been  obliged  (by  lack  of 
services)  to  institutionalize  hkn,  who  brought  him 
home,  who  began  school  programs  for  him,  who  are 
seeing  him  through  his  P.L.  94-142  education,  and 
who  believe  that  he  has  contributed  miijhtily  to  our 
development  and  to  that  of  our  other  children  and 
his  friends,  we  know  that  there  is  a  potent  positive 
part  of  life  with  such  a  child. 

Some  researchers  have  be/m  surprised  by  fmdings 
that  parents  and  others  report  that  the  child's  life  has 
consisted  of  positive  dimensions  (Wikler,  Wasow, 
and  Hatfield,  Chronic  Sorrow  Revisited:  Attitude  of 
parents  and  professionals  about  adjustment  to  mental 
retardation,  51  Am.  J.  of  Orthopsychiatry  63  (1981)). 
These  researchers  even  dismissed  those  feelings, 
sometimes  in  error  (Wikler,  Wasow,  and  Hatfield,' 
Seeking  strengths  in  families  of  developmentally  dis- 
abled children,  Social  Work  313-15  (1983))  and 
sometimes  as  rationalization  (Wasserman,  Identifying 
counseling  needs  of  the  siblings  of  mentally  retarded 
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children^  61  Personnel  &  Guidance  School  J.  622 
(1983)).  Knowing  of  these  developments,  we  have 
begun  a  line  of  research  at  the  University  of  Kansas 
on  the  posidve  aspects  of  the  life  of  the  person  with 
a  disability. 

Concerning  the  Commission's  attention  to  medical 
discriniination  and  attitudes  of  physicians  and  my 
argument  in  favor  of  considering  attitudes  of  people 
who  have  disabilities  and  their  families,  we  obtained 
copies  of  letters  sent  by  parents  or  relatives  and 
individuals  who  themselves  Juve  disabilities  to  the 
Department  of  Hedth  and  Human  Services,  com- 
menting on  the  1983  proposed  regulations  under 
section  504.  We  were  interested  in  the  opinions  of 
these  three  groups  concerning  whether  they  sup- 
ported the  regulations  and  the  reasons  cited  for  their 
support. 

We  coded  174  letters  according  to  the  criteria  of 
type  of  respondent,  reasons  for  supporting  the 
regulations,  and  the  inclusion  of  recommendations 
pcrtmning  to  providing  parent  support  or  adoption 
options.  We  found  that  173  respondents^  unaninious- 
ly  supported  the  regulauons,  and  the  1  remaining 
respondent  did  not  express  support  or  objection. 
The  qualitative  analysis  of  reasons  for  supporting  the 
legislation  resulted  in  the  identification  of  eight 
categories,  the  category  of  insuring  equal  treatment 
for  newborns  with  disabilities  received  ^e  highest 
number  of  citations— 70  percent  of  respondents. 

Of  particular  interest  to  our  discussion  is  the 
category  of  positive  contributions.  Thirty-five  per- 
cent of  the  respondents  identified  at  least  one 
positive  contribution  that  the  person  with  a  disabili- 
ty had  made  to  others.  We  identified  six  types  of 
positive  contributions. 

The  most  frequently  mentioned  type  was  the 
person  with  a  disability  being  a  source  of  joy  to  the 
family.  This  category  was  mentioned  by  39  percent 
of  those  respondents  who  indicated  a  positive 
contribution.  An  example  of  this  kind  of  positive 
contribution  is  as  follows: 

I  am  a  thirty-five  year  old  parent  of  a  sixteen  month  old 
child  diagnosed  as  having  Down  Syndrome  and  a  severe 
congenital  heart  defect.  And  yet,  as  imperfect  as  he  may 
appear  to  many  "professionals"  and  "intellectuals"  of  our 
day,  I  wouldn't  trade  him  for  any  other  child  in  this  world. 
I  camivn  begin  to  sufiiciently  articulate  the  profound  joy 
this  child  has  brought  into  our  lives.  He  may  never  grow 
up  to  be  president  of  anything,  but  that  surely  doesn't 
mean  that  he  does  not  contribute  in  a  positive  way.  His  life 
IS  so  very  precious  us. 


An  equal  number  of  respondents  (28  percent) 
addressed  the  next  three  typef  positive  contribu- 
tions. The  first  of  these  is  a  source  of  learning  life's 
lessons.  Many  different  types  of  lessons  were  men- 
tioned, including  "patience,"  'less  self-centered," 
"greatness  of  character,"  and  "worth  and  dignity  of 
all  individuals."  A  more  complete  description  was 
provided  by  a  mother  on  what  her  family  had 
learned  from  her  child  with  severe  mental  retarda- 
tion: 

My  life  and  th^:  lives  of  my  family  were  changed  forever 
on  January  18,  1980.  At  about  6.O0  p.m.  our  daughter 
Sarah  was  bom.  She  weighed  three  pounds.  Her  diagnosis 
from  the  doctors  was  hopeless,  24  hours  to  live,  deaf, 
blind,  severely  retarded. 

As  I  looked  at  her,  fighting  to  live,  held  her  in  the  palm  of 
my  hands,  amazed  that  this  little  cnc  was  my  daughter> 
hope  became  eternal  for  me. 

For  the  next  26  months  she  taught  us  more  about  love, 
courage,  faith  ana'  life  than  most  of  us  could  teach  or  learn 
in  100  years. 

The  next  type,  source  of  Jove,  as  also  identified  by 
28  percent  of  the  respondents.  We  coded  comments 
in  which  the  respondent  described  family  members 
or  friends  being  the  primary  beneficiary  of  the  love. 
An  example  of  such  a  comment  is  as  follows: 

Anyone  who  feels  that  someone  else  is  a  burden  has  not 
learned  to  love.  Love  feels  someone  else's  needs  above 
their  own.  My  son,  Matthew,  was  not  useless.  .  .  .If  he 
served  no  other  purpose  than  to  give  me  love,  then  he 
served  that  one  and  if  he  served  to  other  purpose  than  to 
teach  me  love,  he  served  that  one. 

The  category,  source  of  blessing  or  fulfillment, 
was  the  third  type  of  positive  contribution  identified 
by  28  percent  of  the  respondents.  Key  words 
mentioned  in  these  passages  were  "blessing,"  "fulfill- 
ment," "cherish,"  "enriched,"  and  "completeness." 
An  example  of  this  kind  of  positive  contribution  is: 

We  are  the  parents  of  a  brain-damaged  son.  Todd  is  now 
20  years  old  and  although  we  encountered  some  very 
stressful  times  during  his  early  years,  we  believe  very 
definitely  that  God  allowed  him  to  be  bom  in  our  family. 
Although  he  is  somewhat  handicapi^  mentally  he  is.  .  .a 
blessing  and^  encouragement  to  many  (including  us).  I 
shudder  to  think  that  someone  might  have  decided  that  he 
had  no  right  to  live. 

The  final  two  categories  were  identified  by 
substantially  fewer  respondents— source  of  pride  by 
8  percent  and  source  of  strengthening  family  by  5 
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percent.  A  quote  from  one  mother  provides  an 
illustration  of  both  of  these  categories: 

My  son  and  only  child  is  thuty-four  years  of  age  and 
considered  profoundly  retarded.  His  presence  has 
strengthened  our  family  ties  and  he  is  a  source  of  pride. 
Surely  the  Hves  of  my  husband  and  I  would  be  barren 
indeed  without  him. 

I  respectfully  request  the  Commission  to  accept 
into  the  record  as  evidence  the  complete  set  of 
letters  that  we  obtained  under  the  Freedom  of 
Information  Act. 

These  letters  also  revealed  that,  although  the 
greatest  percentage  (70  percent)  oi  the  correspon- 
dents favored  the  section  504  regulations  because  of 
equal  treatment  concerns,  the  second  (42  percent) 
greatest  portion  favored  them  because  of  the  posi- 
tive characteristics  of  the  person  with  a  disability, 
and  the  third  (35  percent)  greatest  portion  favored 
them  because  of  the  positive  effects  of  the  person  on 
others.  A  loss  of  confidence  in  the  medical  profes- 
sion was  expressed  by  30  percent  of  the  writers,  and 
inaccurate  medical  prediction  was  noted  by  9  per- 
cent of  them. 

Along  with  others  (A.  Lipsky,  Parental  Perspective 
on  Stress  and  Coping,  55  Am.  J.  Orthopsychiatry  614 

(1985)  ;  A.  Tumbull,  Blue-Banning,  Behr,  Kerns, 
Family  Research  and  Intervention:  A  Value  and 
Ethical  Examination,  in  Dokecki  and  Zaner  (eds.) 

(1986)  ,  Ethics  and  Decision-Making  for  Persons 
with  Severe  Handicaps:  Toward  an  Ethically  Rele- 
vant Research  Agenda,  Baltunore.  Paul  H.  Brookes 
Publishing),  I  believe  that  professionals  and  govern- 
ment agencies  alike  make  serious  errors  in  assuming 
that  disability  alone  is  horrific  and  burdensome  for 
the  person,  families,  and  society.  Surely  disability 
can  be  a  factor  in  a  "poor  quality  of  life."  But  quality 
of  life  is  mversely  related  to  public  and  professional 
attitudes  and  behavior.  If  the  Commission  is  serious 
about  the  federal  role  in  improving  the  quality  of  life 
of  people  with  disabilities,  their  families,  and  the 
public,  it  had  better  recognize  that  the  federal 
government  has  the  power  to  change  the  discrimma- 
tory  attitudes  and  behaviors,  and  that  there  is 
another  side  of  attitudes,  one  that  proclauns,  that 
although  a  person  is  less  able,  that  person  is  not  less 
worthy  of  our  protection,  concern,  and  support. 

Finally,  I  would  like  to  reiterate  and  expand  my 
comments  on  the  parent-physician  relationship  and 
its  role  in  the  process  of  deciding  whether  to  treat  a 
newborn  with  a  disability.  The  Supreme  Court's 
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BoMrdn  decision  posits  a  parent  decision  concerning 
treatment  and  from  that  predicate  holds  section  504 
rules  mapplicable  to  treatment/nontreatment  deci- 
sions. The  facu^al  basis  for  the  plurality  opmion  is 
serio^ly  to  be  doubted. 

Oftentimes,  families'  decisions  concemmg  treat- 
ment will  depend  on  how  physicians  approach  the 
family,  the  child,  and  the  'problem"  of  the  child's 
disability.  It  is  for  this  reason,  among  others,  that 
parent-professional  interactions  and  counselmg  have 
been  thoroughly  covered  in  the  literature  (see,  e.g.^ 
K.L.  Moses  (1983),  The  impact  of  initial  diagnosis: 
Mobilizing  family  resources,  m  J.  A.  Mulick  and  S.M. 
Pueschel  (eds.),  Parent-professional  partnerships  m 
developmental  disability  services,  Cambridge:  The 
Ware  Press;  S.M.  Pueschel  (1983),  Parental  reactions 
and  professional  counselling  at  the  birth  of  a  handi- 
capped  child,  m  J.A.  Mulick  and  S.M.  Peuschel 
(eds.),  Parent-professional  partnerships  in  develop- 
mental disabilities  services,  Cambridge:  The  Ware 
Presa;  E.  Sassaman  (1983),  Ue  parent-physician 
decision-making  team,  m  J.A.  Mulick  and  S.M. 
Peuschel  (eds.),  Parent*professional  partnerships  in. 
developmental  disabilities  services,  Cambridge:  The 
Ware  Press;  B.Z.  Friedlander,  G.M.  Sterritt,  and 
S.G.  Kirk  (eds.)  (1975),  Exceptional  infant— assess- 
ment and  mtervention,  New  York:  Brunner/Mazel; 
L.  BuscagUa  (1975),  The  disabled  and  their  parents: 
A  counsellmg  challenge,  Thorofare,  N.J.:  Charles  B. 
Slack;  T.B.  Brazelton,  B.  Koslowski,  AnH  M.  Mam 
(1<*74),  The  origins  of  reclprccity:  The  early  mother- 
infant  interaction  in  M.  Lewis  and  L.  Rosenblum 
(eds.),  The  effect  of  the  infant  on  its  caregiver,  New 
York;  John  Wiley  &  Sons).  Indeed,  physicians  who 
themselves  are  parents  of  disabled  children  are 
especially  sensitive  and  expert  about  this  delicate 
relationship  (G.H.  Durham  (1979),  What  if  you  are 
the  doctor?  in  T  Dougan,  L.  Isbell,  and  P.  Vyas 
(eds.),  We  have  been  there,  Salt  I^e  City:  Dougan, 
Isbell,  and  Vyas  Associates;  Pueschel  (1983)),  and 
one  of  them,  Dr.  S.  Peuschel,  is  a  pediatrician  whose 
child  is  mentally  retarded  and  is  a  member  of  the 
national  advisory  board  for  this  research  proposal. 
In  addition,  "how-to"  literature  abounds  concerning 
effective  techniques  for  physician-parent  interaction, 
but  much  of  it  is  written  from  the  perspective  of  the 
physician  (J.  Howard  (1982).  ne  role  of  the  pediatri- 
cian with  young  exceptional  children  and  their  families, 
48  Exceptional  Children  316    I;  M.L.  Wolraich 
(1982),  Communication  between  physicians  and  par- 
ents of  handicapping  children,  48  Exceptional  Chil- 


drcn  324-29;  A.L.  Rubin  ai\d  R.L.  Rubin  (1980),  The 
^ects  of  physician  counselling  technique  on  parent 
reactions  to  mental  retardation  diagnosis,  10  Child 
Psychiatry  &  Human  Dcvcl.  213-21;  S.M.  Peuschel 
and  A.  Muq)hy  (1976),  Assessment  of  counselling 
practices  at  the  birth  of  a  child  with  Down's  syndrome, 
81  Am.  J.  Mental  Deficiency  325-30). 

In  fact,  the  scant  research  on  the  factors  that 
physicians  take  into  account  when  they  meet  with 
parents  suggests  that  physicians  mediate  their  advice 
according  to  factors  that  relate  to  the  family,  not  the 
child  (A.C.  McDonald,  K.L.  Carson,  D.J.  Pahner, 
and  T.  Slay  (1982),  Physicians*  diagnostic  information 
to  parents  of  handicapped  neonates,  20  Mental  Retar- 
dation 12-14;  R.I.  Clyman,  S.H.  Sniderman,  R,A. 
Ballard,  and  R.S.  Roth  (1979),  What  pediatricians  say 
to  mothers  of  sick  newborns:  An  indirect  evaluation  of 
the  counselling  process,  63  Pediatrics  719-23).  In 
addition,  it  is  almost  :::ertam  that  physicians  do  not 
•disclose  all  of  the  mformation  that  parents  need  for 
the  treatment/decision.  I  myself  have  experience 
with  physicians  withholding  important  treatment 
information  CTumbull,  Jay's  Story,  in  H.  Tumbull 
and  A.  Tumbull  (198Q,  Parents  Speak  Out,  Colum- 
bus, Ohio:  Charles  E.  Merrill  Publishing  Co.). 

One  of  the  witnesses  before  this  Commission, 
Rosalyn  BepjAmin  Darling,  has  written  extensively 
concerning  physician-parent  relationships  and  raised 
questions  about  the  thoroughness  of  disclosure,  and 
therefore,  about  the  information  element  of  informed 
consent,  in  the  newbomtreatment  decision  (Darling, 
Parent-Professional  Interaction:  The  Roots  of  Misun- 
derstanding, in  M.  Scligman  (ed.)  (1983),  The  Family 
with  a  Handicapped  Child:  Understanding  and 
Treatment,  New  York:  Grune  &  Stratton,  Inc.; 
Darling,  JTse  Birth  Defective  Child  and  the  Crisis  of 
Parenthood:  Redefining  the  Situation,  in  Callahan  and 
McCluskey  (eds.)  (1983),  Life-Span  Developmental 
Psychology,  New  York:  Academic  Press;  Darling, 
Parents,  Physicians,  and  Spina  Bifida,  Hastings  Ctr. 
Rep.,  August  1977). 

Harrison  (The  Parents'  Role  in  Ethical  Decision 
Making,  2  Support  Lines  1 1-23  (1984))  reviewed  the 
parents'  role  in  lecision-making  and  noted  the 
following: 

1.  the  decision  to  designate  a  particular  case  as 
one  requiring  parental  participation  in  decision- 
makmg  is  itself  a  medical  staff  decision; 

2.  parents  usually  are  presented  by  medical  staff 
with  only  one  option,  under  the  theory  that 


exposure  to  diverse  views  would  lead  to  parenta* 
confusion  and  frustration; 

3.  parents  are  such  "hostage(s)  to  circum- 
stances" that,  in  one  physician's  view,  parental 

^  choice  is  a  n:^isnomer,  the  staff  managing  tlie 
decision-making  "absolutely"; 

4.  physicians  and  other  medical  staff  have  such 
extensive  power  of  persuasion  that  parental  in» 
formed  consent  is  a  "farce"; 

5.  physician  opmion  is  shaped  by  physician 
attit'  '  md  values,  not  just  philosophical  values 
but  also  scientific  values  of  acquiring  new  knowl- 
edge by  providing  treatment  that  will  be  of  little, 
if  any,  benefit; 

6.  physician  opinion  also  is  shaped  by  the  pre- 
vailing legal  climate,  particularly  one  that  causes 
physicians  to  practice  defensive  medicine; 

7.  physician  opmion  also  is  shaped  by  financial 
considerations,  namely,  the  parents'  third-parties' 
ability  to  pay  for  medical  attention. 

It  is  undisputed  that  the  manner  in  which  parents 
are  informed  by  medical  staff  concerning  the  child 
and  the  treatment  options  has  a  distinct  bearing  on 
parents'  decisions  to  consent  or  not  consent  to 
treatment  (Shaw,  Randolph,  and  Manard,  Ethical 
Issues  in  Pediatrics  Surgery:  A  National  Survey  of 
Pediatricians  and  Pediatric  Surgeons,  60  Pediatrics 
588  (1977);  Clyman,  Sniderman,  Ballard,  and  Roth, 
What  Pediatricians  Say  to  Mothers  of  Sick  Newborns: 
An  Indirect  Evaluation  of  the  Counselling  Process,  63 
Pediatrics  719  (1979)). 

Research  studies  have  clearly  demonstrated  par- 
ents' need  to  receive  honest  and  complete  informa- 
tion about  the  child's  condition  and  to  have  that 
information  given  on  a  continual  basis  (Drotar, 
Baskiewicz,  IrVin,  Kennel,  and  KJaus,  TTte  Adapta- 
tion of  Parents  to  the  Birth  of  an  Infant  with  a 
Congenital  Malformation:  A  Hypothetical  Model,  56 
Pediatrics  710  (1975);  Solnit  luid  Scark,  Nurturing 
and  the  Birth  of  a  Defective  Child,  16  Psychoanalytic 
Study  of  the  Child  523  (1961).  It  is  ironic  in  the 
extreme,  therefore,  that  some  physicians  assert  that 
offering  treatment  alternatives  to  parents  is  dishonest 
because  parents  are  highly  influenced  by  physicians' 
opinions  (Nolan-Haley,  Defective  Children,  Their 
Parents,  and  the  Death  Decision,  4  J.  Legal  Med.  9 
(1976)).  Others  even  assert  that  the  physician  should 
be  the  sole  decision-maker  in  order  to  relieve  parents 
of  guilt  should  the  child  die  as  a  result  of  not  treating 
it  (Strong,  The  Neonatologists' Duty  to  Patient  and  the 
Parents,  14  Hastings  Ctr.  Rep.  10  (1984)). 
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There  «]so  i*  leaaoa  to  bclievf  that  physicians'  cloud  the  d'icisidn-making  proem  (Duff  and  Camp- 

.             infoniuttaii  and  coiiniclling  U  not  value-neuftal  heU,  On  Dtcidiiig  the  Care  of  Severely  Handicapped  or 

OJmov^,  mj)emMdsandM^         Ethical  Dying  Persons:  With  Particular  Reference  to  Infants, 

that  medicd  criteria  should  be.  in  any  even^  the  ^t^^J  ^^''f  ^?,f,?**"  Congenital  Anomaly. 

n^jor  iwue,  not  physician  value  judgments  that  can  ■              321  (1981)). 
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Appendix  C 

State  by  St&te  Eyaluati^Jn  of  Child  Protectiye  Seryices 
Ag^des 


This  appendix  contains  an  analysis  of  State  CPS 
agency  compliance  with  the  Child  Abuse  Amend- 
ments (CAA)  and  their  implementing  iegulation. 
The  Commission  examined  each  State's  ]folicy  and 
prdixdurcs  for  investigation  of  reports  of  withhold- 
in^/  of  medically  indicated  treatment  from  infants 
with  disabilities  who  have  life-threatening  condi- 
ttens  as  of  the  third  quarter  in  1988.  In  carrying  out 
this  examination,  Commission  staff  conducted  tele- 
pboiH^xlnterviews  with  SUtc  CPS  agency  workers, 
reviewed  additional  material  received  from  the 
States,  and  made  use  of  information  from  a  survey  of 
the  State  agencies  conducted  Jn  1987  by  tfie  journal, 
Issues  in  Law  and  Medicine. 

As  a  result,  the  following  evaluations  suffer  from 
one  very  important  caveat  With  rare  exceptions, 
they  can  examine  only  what  might  be  called  "paper 
compliance* —the  degree  to  which  written  proce- 
dures appear  to  reflect  the  requirements  of  the 
relevant  Federal  regulation.  A  State  could  be  in 
complete  **paper  compliance,'*  yet  in  practice 
choaie  medical  consultants  hostile  to  the  law  they 
are  in  theory  enforcing,  defer  unduly  to  the  views  of 
the  physicians  they  are  investigating,  or  give  only 
cursory  examination  to  reports.  The  Commission 
could  detect  such  important  failures  of  compliance 
only  when  other  information  shed  unexpected  light 
(For  an  example  of  a  State  in  paper  compliance  but 
which  other  information  disclosed  was  substantially 
out  of  compliance,  see  the  section  on  New  Hamp- 
shire.) 

For  this  reason,  a  conclusion  contained  in  this 
appendix  that  a  State  appears  on  v.He  face  of  its 
procedures  to  be  in  compliance  with  the  CAA 
should  not  be  cited  as  a  definitive  findmg  by  the 


Commission  that  the  State  is  in  fact  fully  fulfilling  its 
responsibilities  to  enforce  the  law. 

In  general,  the  compliance  review  contained  in 
the  following  State  by  State  analysis  concentrates  on 
certain  key  features.  The  number  and  disposition  vjf 
relevant  reports  of  medicil  neglect  is  recounted,  and 
a  comparative  description  of  the  extent  to  which  the 
agency  sought  mput  in  designing  its  procedures 
from  representatives  of  the  class  the  law  was 
designed  to  protect  (disability  rights  groups)  and 
representatives  of  the  class  the  law  was  intended  to 
regulate  (medical  groups)  is  given.  Central  to  the 
CAA,  of  course,  is  the  standard  of  care  required  to 
be  enforced:  This  is  embodied  in  the  definition  of 
'Svithholding  of  medic  Jly  indicated  treatment,**  so 
the  compliance  review  reports  on  the  State*s  inclu- 
sion of  a  definition  of  this  term  that  corresponds  to 
that  in  the  Federal  reg^^lation. 

Of  similar  importance  is  delineation  of  the  class 
protected  by  the  standard  of  care,  so  the  review 
reports  on  the  adequacy  of  the  State*s  definition  of 
"infant**  Vital  to  eScctive  enforcement  is  the  ability 
and  readiness  of  the  State  agency  to  obtain  access  to 
medical  records  and  to  obtain  court  orders  for 
independent  medical  examinations,  so  the  State*s 
compliance  with  Federal  reguhitory  provisions  re- 
lating to  these  is  assessed.  Perhaps  most  crucially  of 
all,  the  compliance  review  assesses  the  degree  to 
which  the  agency  appears  to  equip  itself  with 
adequate  independent  medical  advice  in  order  to 
assess  effectively  whether  legally  required  treatment 
is  bemg  provided,  or,  on  the  other  hand,  the  extent 
to  which  it  abdicates  its  duties  by  deferring  to  views 
expressed  by  committees  at  the  institution  whose 
staff  is  being  investigated  or  even  by  the  subject  of 
the  mvestigation  herself  or  himself. 
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The  following  prefatory  notes  discuss  the  more 
common  forms  of  failure  to  comply  with  Federal 
law, 

NOTE  A:  (JPS  delegates  to  an  ICRC  the  question 
of  medical  neglect  The  Federal  resuiation,  is  clear 
that  it  is  the  State's  CPS  system  which  must  make 
the  determination  whether  treatment  is  legally  re- 
quired because  it  meets  the  definition  of  medically 
mdicated  under  the  CAA.  The  existence  of  an  infant 
care  review  committee  (ICRC)  has  no  bearing  on  a 
State  CPS  agency^s  duty  to  investigate  all  known  or 
suspected  cases  of  medical  iivglect  and  determine 
whether  treatment  of  the  "*hild  is  required  or 
whether  one  of  tlie  three  treatment  exceptions  is 
applicable.  Nor  does  the  existence  of  an  ICRC 
amend  the  duty  of  the  hospital  or  medical  profes- 
sionals to  notify  the  CPS  of  suspected  or  known 
instances  of  medical  neglect.  Moreover,  the  exis- 
tence of  an  ICRC  does  not  permit  an  abdication  of 
the  agency's  duty  to  determine  what  circumstances 
exist  to  invoke  the  power  of  the  State.  Unwarranted 
agency  reliance  on  ICRC  views  compromises  the 
intent  of  tlie  statute  and  places  an  agency  out  of 
compliance  with  the  Child  Abuse  Amendments. 

As  shown  in  chapter  10,  the  statute  and  HHS* 
implementing  regulation  elucidate  the  separate  and 
distinct  roles  of  the  ICRC  and  the  CPS  agency. 
HHS  envisioned  that  the  ICRC  would,  in  effect 
"offer  counsel  to  the  attending  physician(s),  the 
hospital  and  the  family  to  assure  that  the  parents 
have  the  benefit  of  prudent,  knowledgeable  and 
professional  evaluations,  recommendations  and  ser- 
vices, consistent  with  appropriate  medical  st«^ndards, 
to  assist  them  in  making  sound  decisions  regarding 
the  welfare  of  their  child.  The  CPS  agency,  on  the 
other  hand,  represents  the  interests  of  the  infant  and 
must  determine  those  circumstances  in  which  the 
power  of  the  State  must  be  invoked  to  protect  the 
infant,  and  then  to  take  appropriate  action  to  do 
so."* 

NOTE  B:  CPS  treats  ICRCs  as  the  independent 
medical  exambier.  Federal  regulations  require  that 
State  CPS  agencies  must  have  the  ability  to  obtam 
"[a]  court  order  for  an  independent  medical  exami- 
nation of  the  infant,.  ,  .when  such  access  is  neces- 
sary to  assure  an  appropriate  investigation  for  a 
report  of  medical  neglect  including  instances  ot 


•  Senkttand  Treatment  for  Disabled  Infants,  Model  Guidelines 
for  Health  Care  Providers  to  Establish  It\fant  Cafe  Review  Commit* 
tees,  50  Fed.  Reg.  14.901  (1985). 

234 


ERIC 


withholding  of  medically  indicated  treatment  from 
disabled  infants  with  life-threatening  conditions)."* 
The  term  "independent**  by  definition  denotes  an 
individual  free  from  the  influence,  guidance,  or 
control  of  another.  A  hospital*s  ICRC  does  not 
qualify;  it  is  nnt  independent  of  the  hospital,  whose 
alleged  neglect  is  presumably  bemg  investigated.  To 
coxiuuct  truly  independent  examinations,  a  CPS 
agency  must  develop  its  own  bank  of  independent 
consultar.is.  Yet  in  some  States,  the  CPS  rgency 
evidently  regards  the  judgments  of  the  ICRC  /jis  akin 
to  an  "independent  medical  examination.'*  This 
practice  subverts  the  intent  of  the  CAA  and  their 
implementing  regulation  to  construct  an  indepen- 
dent enforcement  mechanism  for  the  purpose  of 
protecting  tlie  right  to  treatment  of  infants  with 
disabilities. 

NOTE  C:  CPS  fails  Co  provide  for  access  to  medical 
records.  F^xleral  regulations  require  that  a  CPS 
agency*s  i  ivestigative  policies  and  procedures  "must 
be  in  wrltir  g**  and  "must  specify**  the  manner  in 
which  it  will  obtain  "[ajccess  to  medical  records 
and/or  other  pertinent  information  when  such  ac- 
cess is  necessary  to  assure  an  appropriate  investiga- 
tion of  a  report  of  medical  n^^glect  (including 
instances  of  withholding  of  medically  indicated 
treatment  from  disabled  infants  with  life-threatening 
conditions).  .  .  .**' 

NOTE  D;  CPS  fails  to  provide  for  obtaining  court 
orders  for  independent  medical  examination  of  an 
infant  Federal  regulations  require  thjU  a  CPS 
agency *s  investigative  policies  and  procedures  "must 
be  in  writing**  and  "must  specify**  the  manner  in 
which  it  wiU  obtain  "[a]  court  order  for  an  indepen- 
dent medical  examination  of  an  infant  oi^  otherwise 
effect  such  an  examination  in  ac^rdancc  with 
p^.x:esses  established  under  State  law  when  neces- 
sary to  assure  an  appropriate  resolution  of  a  report 
of  medical  neglect  (including  instances  of  withhold- 
ing of  medicalltr  indicated  treatment  from  disabled 
infants  with  life  threatening  conditions).*** 

Concerning  these  sections  of  the  reguiation,  HHS 
stated  in  its  section-oy-section  analysis: 

We  have  added  language  to  paragraph  (c)(4)  to  require 
that  as  a  part  oi  the  development  of  programs  and/or 
procedures  required  in  paragraph  (c),  the  State  child 
protective  system  must  specify  the  procedures  to  be 

«  Id. 

*  45  CF.R,  §l340.l5(cX4Xi)  (1987). 

*  45  C.F.R.  §  l340(cX4Xii)  (1987). 


followed,  conastent  with  State  law,  to  carry  out  these 
actions 

.  .  .These  additions  to  paragraph  (cX4)  of  the  final  rule 
clarify  that,  in  connection  with  this  conformity  require- 
ment, the  State's  programs  and/or  procedures  must  make 
provision,  consistent  with  State  laws  for  access  to  medical 
records  and  medical  examinations  when  necessary.  Al- 
though these  actions  will  not  be  needed  in  every  investiga- 
tion of  reported  medical  neglect;  the  specific  identification 
of  these  procedures  for  use  by  agency  staff  increases  the 
protections  for  disabled  infants.* 

NOTE  E:  CPS  fails  to  provide  adequate  definition 
of  the  term  "infant**  Many  CPS  agencies  have 
policies  which  either  do  not  define  the  term  "infant" 
or— in  direct  contravention  of  the  governing  regula- 
tion--defme  tlie  term  to  encompass  only  infants  of 
less  than  one  year  in  age.  The  Child  Abuse  Amend- 
ments standard  of  medical  treatment  States  that: 

The  term  "infant"  means  an  infant  less  than  one  year  of 
age.  The  reference  to  less  than  one  year  of  age  shall  not  be 
construed  to  imply  that  treatment  should  be  changed  or 
discontinued  when  an  infant  reaches  one  year  of  age,  or  to 
affect  or  limit  any  CAisting  protections  available  under 
State  laws  regarding  medical  neglect  of  children  over  one 
year  of  age.  In  addition  to  their  applicability  to  infants  less 
than  one  year  of  age,  the  standards  set  forth  .  .should  be 
consulted  thoroughly  in  the  evaluation  of  any  issue  of  medical 
neglect  involving, an  infant  nlder  than  one  year  of  age  who  has 
been  continuously  hospitalized  since  birth,  who  was  bom 
extremely  prematurely,  or  who  has  a  long-term  disability* 

Supplemental  Information  HHS  published  with 
the  Final  Rule  explained  the  above  definition  by 
noting  that,  as  a  condition  of  receiving  child  abuse 
and  neglect  grants,  States  must  have  procedures  that 
ensure  the  detailed  standards  in  the  CAA  are 
thoroughly  consulted  with  regard  to  certain  catego- 
ries of  infants  over  1  year  of  age. 

[A]s  a  general  rule,  issues  of  medical  treatment  for  infants 
Over  one  year  of  age  are  to  be  considered  under  the  less 
precisely  defined,  but  clearly  applicable,  standards  of 
•'medical  neglect"  Issues  of  medical  treatment  for  disabled 
infants  under  one  year  of  age  with  life-threatening  condi- 
tions must  be  considered  under  the  more  precisely  defined 
standards  of  the  definition  of  "withholding  of  medically 
indicated  treatment." 

.  .  .[But  f]or  certain  infants  over  one  year  of  age,  the 
Conference  Committee  believed  the  more  precisely  de- 
fined standards  of  the  definition  of  "withholding  of 
medically  indicated  treatment"  might  be  more  appropriate 
to  use  in  considering  the  question  of  medical  treatment 

•  45  Fed.  Rcf,.  14,883  (1985). 

•  45  C.F.R.  §1340.15(b)(3Ki)  (1987)  (emphasis  added). 
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than  the  more  general  standards  of  "medical  ne- 
glect.". .  .The  apparent  Congressional  intent  is  to  recog- 
nize that  these  three  categories  of  infants,  altho?*gh  over 
one  year  of  age,  share  important  characteristics  v  ith  those 
mfants  under  one  year  of  age  who  are  the  principal  focus 
of  the  statutory  provision.' 

It  is  noteworthy  that  the  third  category,  those 
over  1  year  of  age  sAiO  have  "a  long-term  disabili- 
ty," is  extremely  broad.  Thus,  it  is  arguable  that 
under  the  law  the  more  precise  standards  should  be 
consulted  concerning  medical  treatment  decisions 
for  practically  all  children  with  disabilities,  of 
whatever  age. 

NOTE  F:  CPS  fails  to  provide  an  adequate  defini- 
tion of  the  term  ^^Tithholding  of  medically  indicated 
treatment.**  Many  CPS  agencies  do  not  define 
medical  neglect,  or  define  it  in  such  a  way  as  to 
invite  ambiguity.  Properly  defined,  "withholding  of 
medically  indicated  treatment"  is: 

the  failure  to  respond  to  the  infant's  life-threatening 
conditions  by  providing  treatment  (including  appropriate 
nutrition,  hydration,  and  medication)  which,  in  the  treat- 
ing physician's  (or  physicians')  reasonable  medical  judg- 
ment, will  be  most  likely  to  be  effective  in  ameliorating  or 
correcting  sU  such  conditions,  except  that  the  term  does 
not  include  the  failure  to  provide  treatment  (other  than 
appropriate  nutrition,  hydration,  or  medication)  to  an 
infant  when,  in  the  treating  physician's  (or  physician's) 
reasonable  medical  judgment  any  of  the  following  circum- 
stances apply: 

(i)  The  infant  is  chronically  or  and  irreversibly  coma- 
tose; 

(ii)  The  provision  of  such  treatment  would  merely 
piolong  dying,  not  be  efiective  in  ameliorating  or  correct- 
ing all  of  the  infant's  life-threatening  conditions,  or 
otherwise  be  futile  in  terms  of  the  survivd  of  the  infant;  cr 

(iii)  The  provision  of  such  treatment  would  be  virtually 
futile  in  terms  of  the  survival  of  the  infant  and  the 
treatment  under  the  circumstances  would  be  inhumane.'* 

This  legal  provision  was  scrupulously  crafted  by 
Congress  to  create  narrow  circumstances  ii  which 
maximal  treatment  is  not  required. 

Resort  to  "quality  of  life"  considerations  by  any 
party  are  completely  inconsistent  with  the  law.  HHS 
stated  in  its  Rnal  Rules  that  "[a]  number  of  commen- 
ters  argued  that  the  interpretation  should  permit,  as 
part  of  thr  evaluation  of  whether  treatment  would 
be  inhumane,  consideration  of  the  infant's  future 

'  Child  Abuse  and  Neglect  M^evention  and  Treatment  Program,  50 
Fed.  Reg.  14,878,  14,882  (1985). 
•  45  C.F.R.  §1340(bK2)  (1987). 
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•quality  of  life/  The  Department  strongly  believes  such 
an  interpretation  would  be  inconsistent  with  the 
statute.'"^  HHS  has  made  clear  that  the  focus  is  on 
the  treatment  itself  and  not  on  the  nature  or  quality 
of  child's  life. 


ALABAMA 

In  Alabama,  the  Division  of  Child  Protective 
Services  in  the  Bureau  of  Family  and  Children's 
Services  of  the  Department  of  Pensions  and  Security 
is  the  State  agency  responsible  for  enforcement  of 
the  Child  Abuse  Amendments  of  1984  (CAA). 

In  designing  its  approach  to  implementation,  the 
division  consulted  with  hospitals  m  the  State;  it 
could  not  name  any  disability  groups  that  were 
invited  to  participate.  In  selectmg  physicians  to 
serve  as  independent  medical  consultants,  it  used 
doctors  designated  by  the  Alabama  chapter  of  the 
American  Academy  of  Pediatrics." 

As  of  1987,  the  agency  stated  that  it  had  respond- 
ed to  two  reports  of  medical  neglect  of  mfants  with 
disabilities  since  1985,  when  the  regulations  took 
effect.  In  1988  the  agency  stated  that  it  had  received 
no  reports  in  the  last  year." 

The  State  agency's  procedures  were  reviewed  for 
compliance  with  the  Federal  regulations  that  imple- 
ment the  CAA.  The  Alabama  Family  and  Children 's 
Services  Manual  sets  forth  the  procedures  required  to 
be  followed  in  investigating  reports  of  child  abuse 
and  neglect  The  manual  defines  "withholdmg  of 
medically  indicated  treatment"  and  "reasonable 
medical  judgment"  in  accordance  with  the  Federal 
regulation.  However,  absent  from  the  manual  is  any 
definition  of  "infant"  Moreover,  the  introduction  of 
the  section  concerning  medical  neglect  of  handi- 
capped infants  is  entitled,  "Reports  of  Medical 
Neglect  of  Handicapped  Infants  Under  One  Year  of 
Age."*=  The  absence  of  a  definition  of  "persons 
protected  by  the  CAA"  and  the  incorrect  lunitation 
reflected  in  the  title  give  the  impression  that  the 
agency  will  only  respond  to  reports  of  medical 
neglect  to  infants  younger  than  1  year  old.  Under 
this  language,  the  agency  would  fail  to  protect  a 

•  45  C.F.K.  pt.  1340  app.  no.  9  (1987). 

"  Telephone  interview  with  Mary  Carswell,  Bureau  of  Family 

and  Children's  Services,  by  Issues  in  Law  and  Medicine  (June  10. 

1987). 

»  Id  and  telephone  interview  with  Mary  Carswell,  Bureau  of 
Family  and  Children's  Services  (July  28,  1988). 


large  group  of  infants  within  the  group  covered  by 
the  CAA. 

In  a  letter  dated  October  7,  19£8,  the  Assistant 
Attorney  General  and  Legal  Counsel  for  the  Ala- 
bama Department  of  Human  Resources  responded 
on  behalf  of  the  agency  to  a  draft  of  relevant 
portions  of  the  Commission  report.  The  State  tagacd 
that  because  Alabama  law  provides  that  a  child  is 
anyone  under  thi  age  of  18,  the  department  would 
always  mvestigate  a  report  of  medical  neglect  of  any 
child  regardless  of  age:  'Those  procedures  go  on  to 
state  that  special  procedures  on  handicapped  mfants 
under  one  year  of  age.  .  .are  found  in  another 
section.  Thus,  the  Department  does  mvestigate  cases 
of  medical  neglec  handicapped  infants  and  other 
children  ^s  weL 

The  State's  response  did  not  recognize  that  the 
"special  procedures"  required  under  the  CAA  apply 
as  well  to  handicapped  infants  past  then-  f^rst 
bkthday.  Although  Alabama  may  assert  that  it 
mvestigates  reports  of  medical  neglect  of  infants 
older  than  1  year,  there  is  no  mdication  m  its 
procedures  that  it  will  apply  to  them  the  detailed 
standard  of  care  the  CAA  creates  for  "disabled 
infants  with  life-threatenmg  conditions."  (For  an 
elaboration  of  the  requirements  governing  this  area, 
see  Preface,  NOTE  E.) 

The  procedures  also  fail  to  specify  m  writing  the 
manner  m  which  the  CPS  agency  will  obtam  access 
to  the  medical  records  of  a  handicapped  infant  m  the 
event  that  medically  mdicated  treatment  has  alleged- 
ly been  vwthheld.  Surprismgly,  m  its  response  to  the 
Commission's  preUminary  draft,  the  Assistant  Attor- 
ney General  for  the  State  of  Alabama  stated:  "There 
is  no  provision  m  the  federal  regulations  requiring 
that  the  State  plan  or  procedures  outline  in  writing  a 
procedme  for  obtaining  medical  records."  The  plain 
language  of  45  C.F.R.  §1340.15(cX4Xi)  refutes  this 
assertion.  (See  Preface,  NOTE  C.) 

Most  egregiously,  the  Alabama  procedures  manu- 
al explicitly  abdicates  to  a  hospital  infant  care 
review  committee  (ICRQ  the  authority  to  decide 
whether  illegal  denial  of  treatment  is  taking  place, 
contrary  to  the  requkements  of  the  Federal  regula- 
tion that  the  CPS  must  make  the  determination 

"  Alabama  Dept.  of  Pensions  and  Security,  I  Family  and 
Children's  Services  Manual,  at  Vn-53  (Rev.  May  1988) 
"  Letter  from  James  E.  Long.  Assistant  Attorney  General  and 
Legal  Counsel,  Alabama  Department  of  Human  Resources,  to 
William  J.  Howard,  General  Counsel,  U.S.  Commission  on  Civil 
Rights  (Oct.  7,  1988). 
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whether  '^eatmeni  is  legally  required  under  the 
CAA.  The  procedures  provide:  "In  cases  where 
there  is  agreement  between  the  treating  physician 
and  the  PCRC],.  .  .the  County  Department  will 
simply  apprise  the  court  havmg  jurisdiction  over 
juveniles  of  the  case  by  submitting  a  written  summa- 
ry."" L  dependent  medical  opuiion  will  be  sought, 
according  to  the  procedures,  only  in  those  cases  in 
which  there  is  no  i'*iterpal  committee.  The  proce- 
dures state;  "In  counties  where  there  are  no  I  fant 
Care  Review  Com  -uttees  nor  multidisciplinary 
teams  operational,  the  County  Department  must 
consult  a  local  independent  physician  for  a  medical 
opinioa  on  the  case.""  The  flaw  disclosed  by  this 
fonr.ulation  is  its  failure  to  anticipate  a  ctrcumstance 
in  which  the  parents  and  the  medical  providers 
agree  to  withhold  treatment— the  ij^pical  situation 
that  the  CAA  attempts  to  address.  The  foregoing 
language  clearly  allows  the  hospital  that  has  had  a 
complaint  lodged  against  it  to  sit  as  a  judge  in  its 
own  case. 

In  his  response  to  the  Commission,  the  A.ssistant 
Attorney  General  and  Legal  Counsel  for  the  State  of 
Alabama  Department  of  Human  Resources  v/rote: 

Alabama's  procedures  recognize  that  duly  authorized 
ICRCs  are  made  up  of  a  broad  range  of  medical  profes- 
sionals. If  a  duly  authorized  ICRC  decides  that  treatment 
may  be  withheld,  there  is  no  difference  of  medical  opinion 
which  would  support  a  court  petition.  As  an  attorney  who 
has  litigated  these  cases,  I  find  your  objection  to  Ala- 
bama's procedures  puzzling.  On  what  ground  and  with 
what  evidence  would  the  Commission  propose  to  present 
to  a  court?  If  a  duly  constituted  ICRC  agrees  with  a 
course  of  action,  there  is  nothing  to  present  to  a  court.  Of 
course,  Alabama  will  review  the  report  to  dsitennine  if  the 
ICRC  adequately  analyzes  the  case.  However,  the  Ala- 
bama experience  has  been  that  a  team  determination  by  a 
group  of  medical  professionals,  absent  proof  of  actual  bias, 
will  nearly  always  be  given  more  weight  than  a  nonmedi- 
cal opinion  even  an  opinion  by  a  lone  independent 
fynysician. 

Alabamans  response  remforces  the  conclusion  that 
the  CPS  has  unlawfully  abdicated  authority  to 


>♦  Jd,f  para,  6. 
»»  /<£,  para.  1. 

"  Information  provided  to  the  Commission  by  Issues  in  Law  and 
Medicine  based  upon  a  tclcphi>nc  interview  with  Dec  Ann 
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hospital  ICRCs.  Alabama's  response  does  not  appear 
to  recognize  that  Federal  law  has  vested  the  CPS 
agency  with  the  duty  of  ensuring  that  the  medical 
treatment  standards  under  the  CAA  are  being 
properly  applied.  It  is  well  established  that  the 
existence  of  an  infant  care  review  committee  in  a 
hospital  does  not  relieve  a  State  child  protective 
services  agency  of  the  responsibility  to  provide  the 
objective  third-party  inquiry  into  suspected  cases  of 
withholding  of  medically  indicated  treatment.  (See 
chapter  10.)  Alabama  would  do  well  to  obtain  an 
independent  medical  consultant,  not  affiliated  with 
the  hospital,  to  assist  the  CPS  in  the  investigation  of 
a  report  of  withholding  of  medically  indicated 
treatment  of  an  infant  with  a  disability.  (For  an 
elaboration  of  the  requirements  governing  these 
areas,  see  Preface,  NOTES  A  and  B). 

Alabama  presents  a  case  of  a  State  CPS  agency 
that  has  wrongfully  delegated  to  the  hospital  ICRCs 
the  legal  question  whether  'here  is  a  withholding  of 
medically  indicated  treatment.  In  addition,  the  agen- 
cy does  not  have  in  its  procedures  a  definition  of 
"infant"  or  a  provision  for  access  to  medical  records. 
It  is  fundamentally  out  of  compliiuice  with  the  CAA 
and  its  implementing  regulation. 

ALASKA 

In  Alaska,  the  Division  of  Family  ai;d  Youih 
Services  of  the  Department  of  Health  and  Social 
Services  is  the  State  agency  responsible  for  compli- 
ance with  and  enforcement  of  the  Child  Abuse 
Amendments  of  1984  (CAA). 

In  designing  its  approach  to  implementation,  the 
division  did  not  consult  with  either  medical  cr 
disability  groups."  After  the  policy  had  been  in 
effi^t  for  a  year,  however,  the  agency  wrote  State 
health  care  facility  directors  expressing  the  hope 
that  they  found  the  agency's  approach  "to  be  of 
assistance  with  these  unusual  cases"  and  inviting 
their  comment  on  any  "areas  of  our  pr^Hcy  which 
you  feel  are  impediments  to  effective  cocrdinaticn  in 

Grummctt,  Division  of  Family  and  Youth  Services,  on  June  11, 
1987. 
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these  caser  There  is  no  record  of  any  similar 
inquiries  made  of  disability  groups. 

Agency  procedures  identified  by  the  agency  as  its 
written  division  policy  and  procedure"  reprint 
verbatim  the  relevant  sections  of  the  CAA  and  its 
implementing  regulations.  A  copy  of  this  interim 
policy  and  procedure  was  provided  to  the  Commis- 
sion in  August  1988  by  the  division  when  the 
Commission  requested  copies  of  current  policies  and 
proceduTPS.  Zn  view  of  the  interim  policy's  inclusion 
of  relevant  sections  of  the  CAA  and  hnplementing 
regulations,  it  is  surprising  to  find  that  the  interim 
policy  includes  a  definition  of  mfant  that  is  inconsis- 
tent with  the  Federal  definition.  The  interun  poHcy 
provides:  **These  poUcy  [sic]  and  procedures  rriate 
only  to  handicapped  infants  under  the  age  of  one 
year  in  hospitals  or  other  health  care  facility  [sio^  '" 
This  lunitation  illegally  excludes  those  infants  over  1 
year  of  age  who  meet  the  criteria  set  forth  in  the 
Federal  regulations,  as  well  as  any  child  with  a 
disability  who  might  be  in  a  health  care  facility.  (See 
Preface,  NOTE  E.) 

Asked  io  comment  on  this  criticism,  the  cgency 
provided  tJie  Commission  with  copies  of  agency 
policies  thai  define  infant  in  conformity  with  the 
CAA.  The  policies,  both  issued  m  April  1988, 
indicate  that  tiiey  were  superseded  by  poUcies  issued 
in  June  1988  and  October  1988.  Neither  of  the 
superseding  policies  was  provided  to  the  Commis- 
sion. 

The  Alaska  procedures  explicitly  abdicate  the 
State's  responsibility  to  investigate  reports  in  hospi- 
tals where  there  exists  an  infant  care  review  commit- 
tee (ICRC).  The  division  summarizes  its  policies  as 
follows: 

[FJederal  and  state  law  require  that  medical  providers 
repoit  immediately  to  the  Division  of  Family  ai.H  Youth 
Services  if  they  have  reason  to  believe  that  medical 
treatment  is  being  improperly  withheld  from  a  disabled 
infant  Division  policy  requires  that  once  such  a  report  is 
received,  the  complaint  be  immediately  referred  to  the 
medical  facility's  review  board,  if  one  exists,  for  a 
determination  as  to  whether  or  not  the  complaint  is  valid. 

"  Letter  from  Michael  L.  Price,  Director,  Division  of  Family 
and  Youth  Services,  to  Health  Care  Facility  Directors  (Oct.  6, 
1986). 

"  Report  of  Harm  Regarding  Medical  Negiect  of  Handicapped 
tnfants  in  Hospitals  and  Health  Care  Facilities,  §300.05.045,  cited 
in  Division  of  Family  and  Youth  Services  documents  provided  to 
the  U.S.  Department  of  Health  and  Human  Services  by  cover 
letter  dated  Oct.  15,  1985,  from  Michael  L.  Price,  Director. 
»  Id  at§5.045(b). 


If  a  committee  docs  nf  exist  within  the  facility.  Division 
policy  provides  that  th.  agency  will  assist  the  medical 
facility  in  arranging  for  an  independent  medical  examina- 
tion of  the  alleged  victim.  If  the  evaluation  by  the  review 
board  or  independent  evaluator  indicates  that  medical 
treatment  is  being  improperly  withheld,  the  Division 
would  proceed  as  in  any  case  requiring  protective  action 
for  a  child  in  danger  of  harm  by  filing  a  petition  with  the 
court.*^ 

The  State  regulations  provue,  ''Consensus  of  the 
[Internal  Review]  Board  that  Treatment  is  Appropriate. 
Upon  notification  to  the  [agency]  worker  that 
treatment  is  appropriate  in  relation  to  criteria  out- 
lined in  tlie  Federal  regulations  cited  under  (aX2)  of 
this  section,  the  worker  shall  close  the  case."** 
When  the  i' fant  care  review  committee  fails  to 
achieve  consensus,  ''the  worker  shall  assist  the  board 
in  arranging  for  an  independent  medical  examination 
of  the  infant."^  If  a  facility  has  no  internal  review 
board,  "the  worker  receiving  the  complaint  will 
immediately  contact  the  designated  personnel  at  the 
facility  and  request  assistance  and  cooperation  in 
arranging  for  an  independent  medical  evaluation  of 
the  infant."" 

In  ^ther  words,  the  agency  worker  is  to  ask  those 
charged  with  discriminatory  denial  of  treatment  to 
name  tlie  "independent"  individual  who  ii  to  rule  on 
whether  of  not  what  they  are  doing  is  proper.  Thus, 
whether  or  not  a  health  care  facility  has  a  review 
committee,  the  Alaska  agency  seems  to  believe  that 
it  exists  to  rubber  stamp  the  practices  of  hospitals 
that  are  the  subject  of  a  denid  to  treatment  report 
rather  than  investigate  them.  (See  Preface,  NOTES 
A  and  B.) 

In  response  to  an  inquiry,  an  agency  representa- 
tive stated  that  there  had  been  no  cases  reported  to 
the  agency  since  the  regulations  went  into  effect.*^ 
In  a  update  inquiry  this  year,  the  division  manager 
reported  that  she  had  not  heard  of  any  reports  of 
withholding  of  medically  indicated  treatment.** 

Alaska  presents  a  case  of  a  State  CPS  agency  that 
has  wrongfully  delegated  to  the  hospital  ICRC's  the 
legal  question  whether  there  is  a  discriminatory 

^  Letter  to  Health  Care  Facility  Directors  from  Michael  L. 
Price,  Director,  Division  of  Family  snd  Youth  Services  (Oct  6. 
1986). 

"  Alaska  Admin.  Code  tit.  300,  §5.045(c)(B)(iji)  (January  1987) 
»  /i,  §5.045(cXl)(BXi).  Emphasis  added. 
"  /</..  §5.045(cX2XA). 

Telephone  interview  with  Dee  Ann  Grummett,  Division  of 
Family  and  Youth  Services,  by  Andrew  Sondag  (June  11,  1987). 
*^  Telephone  interview  with  Martha  Holmbcrg.  Manager, 
Division  of  Family  and  Youth  Sendees,  by  Vincent  MuUoy  (Aug. 
ly  1988). 
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withholding  of  medical  treatment  to  a  disabled 
infant.  In  so  doing,  the  agency  has  distorted  the 
CAA*s  intent  to  create  a  strong  enforcement  mecha- 
nism for  the  treatment  of  disabled  children  and 
should  be  regarded  as  in  violation  of  Federal  law. 

ARIZONA 

In.  \rizona,  the  Administraiion  for  Children, 
Youtn  and  Families  of  the  Arizona  Department  of 
Economic  Security  is  the  State  agency  responsible 
for  enforcement  of  thz  Child  Abuse  Amendments  of 
1984,  (CAA). 

In  1987  the  Arir-ona  CPS  reported  that  it  had 
received  only  one  report  alleging  denial  of  medical 
treatment  to  an  infant  with  a  disability  since  enact- 
ment of  the  CAA.  In  describing  that  situation,  the 
agency  stated: 

We  have  had  one  CPS  report  that  was  classified  as  "Baby 
Doe."  A  petition  was  filed  with  the  Juvenile  Court  to 
monitor  the  child's  treatment  When  it  wa^.  determined 
that  further  treatment  would  do  no  more  than  temporarily 
prolong  the  act  of  dyiiig  the  court  dismissed  the  petition 
and  the  child  died  a  natural  death  while  hospitalized.** 

In  an  update,  a  representative  of  the  agency  stated 
that  it  had  received  no  reports  in  the  past  year.^ 
The  agency  has  reported  that  medical  associations 
were  consulted  in  die  preparation  of  its  policies  and 
procedures  for  medical  neglect  situations  but  that  no 
disability  rights  groups  were  consulted.** 

Although  the  procedures  of  the  Arizona  CPS 
incorporate  by  reference  the  Federal  regulation 
implementing  the  CAA,  they  contain  language  that 
is  ambiguous  or  inconsistent  with  the  regulation. 
The  CPS  definition  of  "medically  indicatwl  treat- 
ment,** which  establbhes  the  standard  of  care,  differs 
from  ♦hat  in  the  Federal  regulation.  Thus,  it  stater 
not  only  that  treatment  would  not  be  mandated 
where  it  would  be  "futile  or  would  do  more  than 
temporarily  prolong  the  act  of  dying  when  death  is 
imminent,**  but  also  that  treatment  would  not  be 
mandated  "in  circumstacces  where  it  is  not  neces- 
sary to  save  the  life  of  the  infant,  [or]  the  potential 
risk  to  the  infmfs  life  or  health  outweighs  the 


«  Letter  from  Carol  Ann  Erikson,  CPS  Specialist,  Administra- 
tion for  Children,  Youth  and  Families,  to  Issues  in  Law  and 
Medicine  (May  20,  1987). 

^  Telephone  interview  with  Beth  Rosenberg,  Manager,  Policy 
Unit,  Administration  for  Children,  Youth  and  Families  (July  28, 
1988). 

»■  Telephone  interview  with  Carol  Ann  Erikson,  CPS  Specialist, 
Administration  for  Children,  Youth  and  Families  (June  24, 1987). 
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potential  benefit  to  the  infant  of  the  trea'.ment  or 
care.  .  . 

The  term  "potential  risk  tc  the  infant's 
life.  .  .outweighs  the  potential  benefit"  is  ambiguous 
enough  to  allow  a  judgment  that  because  of  disabili- 
ty the  child*s  quality  of  life  would  be  so  poor  that 
lifesaving  treatment  would  not  be  of  "benefit"  to  the 
child.  "Quality  of  life"  considerations  are  inconsis- 
tent with  the  statute.  (See  Preface,  NOTE  F.)»<> 

The  policy  directive  also  states  thav .  %ant  "means 
a  newborn  child  less  than  one  year  of  age."'*  The 
3cope  of  this  definition  fails  to  inclu^  ^  large  group 
of  infants  protected  by  Fede:ral  law.  (See  Preface, 
NOTE  E.) 

In  at  least  some  cases,  the  Arizona  CPS  has 
explicitly  abdicated  to  hospital  ICRCs  the  authority 
to  decide  whether  illegal  denial  of  treatment  is 
taking  place,  contrary  to  the  requirements  of  the 
Federal  regulation.  (See  Preface,  NOTE  A.)  When 
the  hospital  concerning  which  a  report  has  been 
received  has  an  ICRC,  the  policy  states  the  Arizona 
CPS  will  file  a  dependency  petition  "if  unresolvable 
disagreement  exists  between  the  parent(s)*  or  guard* 
ian(s)'  plan  to  not  provide  nourishment  or  necessary 
medical  treatment  or  surgical  care  for  the  child(ren) 
and  recommendation  of  the  hospital  ICRC.  .  .  ." 

In  the  absence  of  a  hospital  ICRC,  it  further 
states,  the  CPS  will  file  a  dependency  petition  when 
disagreement  exists  between  the  parents  or  guard- 
ians, or  physician,  or  "specialized  medical  consulta- 
tion." These  fwo  types  of  sitiutions  do  not  include 
cTcumstances  in  which  the  parents  and  the  medical 
\.  oviders  wrongfully  agree  to  withhold  treatment — 
the  very  situation  that  the  CAA  weie  primarily 
intended  to  remedy.  The  clear  implication  is  that  the 
CPS  will  usually  act  only  when  there  is -disagree- 
ment among  the  parties  named  in  section  E.  The 
procedures  do  provide  for  the  filing  of  a  petition 
"under  circumstances  other  [than  those  listed 
aboved],  including  when  medical  records  are  not 
available  on  request,  after  decisionmakmg  process 
including  the  child  protective  services  supervisor, 
and  advice  ai?.d  counsel  from  an  Assistant  Attorney 

Arizona  Department  of  £concmlc  Security  Instruction 
5-55-08.A  (1988). 

A  State  statutory  provision  proUbits  depriving  "a  newborn 
child  of  food»  nutrients,  water  or  oxygen.  .  .for  any  reason 
including.  .  .a  handicap  which,  in  the  opinion  of  the  parent  cr 
parents  of  the  child,  the  physician  or  another  person,  diminishes 
Uic  quality  of  the  child's  life."  Ariz.  Rev.  Stat.  §36-2281(A). 
"  Jd. 
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General."**  However,  the  CPS  evidently  regards 
intervention  in  these  c'Xcumstances  as  the  exception 
rather  than  the  rule,  a  conclusion  reinforced  by  Its 
letter  commenting  on  a  draft  of  relevant  portions  of 
the  Commission  report:  "Policy.  .  .provides  clear 
direction  concerning  use  of  the  agency's  legal 
authority,  which  b  to  petition  the  Juvenile  Court  in 
cases  of  specified  disagreement  as  to  treatment  of  the 
child."« 

The  State  denied  that  its  policy  constitutes  an 
"abdication  to  the  ICRC  because  ''specialized 
medical  consultation.  «  .b  obtained  as  appropriate 
to  the  reports  and  investigations."** 

Although  the  agency's  policies  do  provide  for  the 
availability  of  such  consultation,  nothing  in  the  letter 
of  comment  or  the  Arizona  procedures  negates  the 
dbtiirbing  indication  that  the  CPS  agency  regards 
the  typical  cases  for  its  efforts  to  obtain  a  court 
order  to  be  those  in  which  there  is  dbagreement 
between  the  hospital  ICRC  or  a  physician,  on  the 
one  hand,  and  the  parents,  on  the  ether,  as  opposed 
to  cases  in  which  legally  mandated  standards  of 
treatment  arc  being  violated  with  the  involvement  of 
medical  providers,  the  sort  of  situation  that  prompt- 
ed enactment  of  the  CAA. 

Takmg  into  account  its  inappropriate  definition  of 
the  standard  of  care  and  the  class  protected,  and  its 
improper  deference  to  committees  of  the  very 
hospitals  v/here  staff  would  be  the  subject  of  reports 
of  medical  neglect,  Arizona  is  out  of  jomplimice 
wiv  h  the  CAA  and  its  implementing  regulation.  In  so 
domg,  the  agency  has  distorted  the  CAA's  intent  to 
create  a  strong  enfoixament  mechamsm  for  Ce 
treatment  of  disabled  children. 

ARKANSAS 

The  Arkansas  Divbion  of  Children  and  Family 
Services  in  the  Department  of  Human  Services  is  the 
State  agency  responsible  for  enforcement  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

«  Id,  §5-55-08.E(3). 

Letter  from  Darwin  J.  Cox,  Program  Admmistrator,  Arizona 
Administration  for  Children,  Youth  and  Families,  fo  William  J. 
Howard,  Genera!  Comiscl,  U.S.  Commission  on  Civil  Rights 
(Oct  11,  1988). 
«  Id 

"  Telephone  interview  with  Sandra  Haden,  Staff  Manager, 
Child  Protective  Snvices,  by  Issues  in  Law  and  Medicine  (June 
12,  1987);  telephone  interview  with  Jcanette  Lewis,  Manager, 
Child  Protective  Services,  by  Commission  staff  (Aug.  1,  1988). 

The  agency  docs  have  the  authority  to  obtain  a  court  order  for 
an  examioation  under  Rule  35,  ARCP.  It  also  possesses  subpoena 
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The  agency  stated  on  two  occasions  that  there 
have  been  no  reports  of  denial  of  medical  ti*catment 
to  infants  with  disabilities.'* 

The  State  agency's  policies  and  procedures  were 
reviewed  for  compliance  with  the  Federal  regula- 
tion that  implements  the  CAA.  The  procedures  do 
not  specify  the  manner  in  which  the  agency  will 
obtain  access  to  medical  records  or  a  court  order  for 
an  independent  medical  examination,  contrary  to  the 
requirements  of  the  Federal  regulatioii.»«  The  policy 
merely  instructs  the  county  CPS  officer  to  contact 
the  State  office  for  guidance  on  the  investigation. 
The  procedures  do  not  state  the  manner  in  which 
the  investigation  will  proceed. 

Arkansas  properly  describes  the  standard  of  care 
and  the  class  protected  by  it  as  required  by  the 
Federal  regulations. 

In  a  telephone  interview,  the  CPS  staff'  manager 
stated  that  the  agency's  regulations  were  develop^ 
with  the  assistance  of  Arkansas  Children's  Hospital 
and  that  no  disability  groups  were  consulted.  The 
manager  also  seated  that  the  independent  medical 
examiner  for  an  investigation  of  medical  neglect  has 
been  designated  by  Arkansas  Children's  Hospital." 

According  to  a  letter  from  a  State  CPS  adminis- 
trator to  HHS,  Arkansas  Children's  Hospital  "han- 
dles 90  to  95  percent  of  all  'Baby  Doe'  cases  in  the 
entire  State."**  In  other  wordf  the  hospital  that  is 
most  frequently  under  investigation  for  medical 
neglect  was  permitted  to  write  the  rules  of  investiga- 
tion and  to  name  the  "independent"  medical  authori- 
ty who  will  provide  crucial  medical  assessments  that 
will  serve  as  the  basis  for  the  CPS  determination 
whether  a  course  of  treatment  or  nontreatment  is 
proper. 

The  CPS  manager  confirmed  that  a  video  had 
been  made  and  was  used  in  the  training  of  State  CPS 
personnel  on  the  issue  of  medical  neglect.**  "Ethical 
Issues  in  the  Medical  Care  of  Infants  and  Children"*^ 
contains  much  discussion  of  medical  etb'cs,  but 

power  for  the  production  of  medical  records  under  Rule  45, 
ARCP.  However.  45  C.F.R.  §n40.15(cX4)  (1987)  requires  th«t 
the  agency  specify  in  writing  the  procedures  it  will  follow  to 
exercise  this  authority. 

"  Telephone  interview  with  Sandra  Haden,  Staff  Manager, 
Child  Protective  Services,  by  Issues  in  Law  and  Medicine  (June 
12,  1987.  ^ 
»•  Letter  from  Bobbie  Fergusen,  Acting  Administrator,  Child 
Protective  Services,  to  Tommy  Sullivan,  Regional  Director, 
Health  and  Human  Services  (Apr.  10,  1986). 
»♦  Id 

On  f^le  with  the  U.S.  CommUsion  on  Civil  Rights. 
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nowhere  docs  it  include  any  mention  of  Federal  law 
regarding  the  denial  of  medical  treatment. 

The  Arkansas  CPS  agency  appears  to  have  abdi- 
cated large  portions  of  its  duties  under  the  CAA  to 
the  hospital  whose  treatment  practices  it  has  respon- 
sibility for  investigating.  It  must  be  regarded  as 
substantially  out  of  compliance  with  the  CAA  and 
its  implementing  regulation. 

COLORADO 

The  Colorado  Division  of  Family  and  Children 
Services  in  the  Department  of  Social  Services  is  the 
State  agency  responsible  for  enforcement  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

The  agency  stated  that  there  have  been  no  reports 
of  withholding  of  medically  indicated  treatment 
since  the  regulation  went  into  effect** 

The  agency's  procedures  were  reviewed  for  con- 
sistency with  the  requirements  of  the  CAA.  Defini- 
tions for  "withholdmg  of  medically  indicated  treat- 
ment," establishing  the  standard  of  care,  and  "in- 
fant," describing  the  class  protected,  accurately 
restate  the  Federal  standards.  As  required  by  the 
Federal  rule,  the  procedures  provide  for  obtaining 
medical  records.** 

The  agency  has  made  explicit  in  its  procedures  the 
method  to  be  used  to  obtain  a  court  order  for  an 
independent  medical  examination  to  evaluate  a 
specific  charge  of  neglect  (see  Preface,  NOTE  D). 

Absent  from  the  procedures  is  any  provision  for 
an  independent  medical  consultant  to  be  available  to 
review  all  reports  of  medical  neglect.  Such  a 
consultant  would  be  necessary  to  help  the  CPS 
investigator  to  do  the  examination,  review  the 
medical  records,  or  otherwise  assist  the  CPS  work- 
er. If  the  medically  untrained  CPS  worker  is 
unassisted  in  determining  whether  the  health  care 
facility  is  providing  appropriate  treatment,  the  CPS 
must  rely  solely  upon  the  medical  information 
received  from  the  hospital  against  which  the  com- 
plaint vas  lodged. 

The  agency  notes  that  "hospital  review  cx)mmit- 
tees"  exist  in  some  hospitals  "to  deal  with  medical 
and  ethical  dilemmas.''*'  A  pamphlet  produced  for 
the  agency  by  the  University  of  Colorado  Health 


«  Telephone  interview  with  Janet  Motz,  Child  Protection 
Administrator,  Department  of  Social  Services  (Aug.  25,  1988). 
^  Colorado  Department  of  Social  Services,  Staff  Manual 
Volume  7,  Social  Services,  Program  Area  V,  Section  7.501.86. 
«  Id,  sec.  7.501.81(E). 


Sciences  Center  with  HHS  funding  discusses  these 
committees.  Although  the  pamphlet  states  that  an 
infant  care  review  committee  is  "not  a  decision 
making  body/'  it  then  says»  is  hoped  that  the 
difficult  decisions  regarding  medical  treatment  will 
be  made  here.  If  dispute  about  treatment  persists,  the 
state  may  need  to  step  in.''** 

The  two  statements  appear  contradictory  and 
could  indicate  a  subordination  of  CPS  authority  to 
the  infant  bioethics  committee  (IBC).  Moreover,  the 
namphlet  implies  that  the  CPS  will  take  a  passive 
approach  to  the  enforcement  of  the  CAA  if  it 
intends  to  step  in  only  when  there  is  a  dispute  with 
the  IBC.  It  bears  repeating  that  the  CAA  are 
intended  to  respond  to  a  circimistance  in  which  both 
the  parents  and  the  medical  provider  agreed  to 
withhold  medically  indicated  treatment,  food  or 
water  from  an  infant  with  disabilities.  The  pamphlet 
indicates  that  the  agency  may  not  be  particularly 
zealous  in  its  responsibilities  to  the  child. 

In  most  respects  the  procedures  m  effect  in 
Colorado  are  in  substantial  compliance  with  the 
CAA.  However,  the  effectiveness  of  any  investiga- 
tion would  be  substantially  improved  were  the 
agency  to  provide  for  the  use  of  an  independent 
third-party  medical  consultant,  selected  with  input 
from  disability  groups,  to  assist  the  CPS  worker  in 
all  nonfrivolous  cases.  In  addition,  explicit  provi- 
sions for  a  court  order  for  an  independent  medical 
examination  should  be  added  to  the  agency's  proce- 
dures manual  to  clarify  the  investigatory  process. 

CONNECTICUT 

Tae  Connecticut  Department  of  Children  and 
Youth  Services  (CYS)  is  ihe  State  agency  responsi- 
ble for  compliance  with  and  enforcement  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

There  have  been  no  reports  of  medical  neglect  of 
infants  with  disabilities  in  Connecticut  since  the 
implementation  of  the  CAA.**  In  response  to  an 
update  conducted  by  the  Commission,  the  sgency 
stated  that  there  had  been  no  cases  reported  since  its 
policy  went  into  effect. 

Pediatricians,  neonatologists,  and  disability  groups 
were  part  of  a  task  force  that  determined  State 

^  Medical  Neglect  and  Disabled  Infants,  Responsibilities  of  the 
Medical  Profession. 

**  Telephone  interview  with  Linnea  Loin,  State  Liaison  Officer, 
CYS  by  Issues  in  Law  and  Medicine  (May  4,  1987). 
♦*  Telephone  interview  with  Linnea  Loin,  Program  Supervisor, 
Department  of  Children  and  Youth  Services  (Aug.  3,  1988). 
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policy  on  medical  neglect.*'  This  State  policy  is 
reflected  in  a  joint  agreement  between  CYS  and  the 
Connecticut  Department  of  Health  Services 
(DHS).*« 

The  agreement  was  based  on:  "[T]he  need  to 
clarify  and  defme  the  fmictions  of  the  [DHS]  and 
[CYS]  with  regard  to  coordination  and  consultation 
with  health  care  facilities  providing  inpatient  new- 
bom  care  and  response  to  reports  of  medical 
neglect.  .  .  The  agreement  states  that  DHS 
will  review  policies  on  critically  ill  newborns, 
identify  contact  persons  in  health  care  facilities, 
maintain  an  ongoing  dialogue  with  CYS  on  the 
handling  of  complaints  of  medical  neglect,  and 
"promote  the  establishment  of  Infant  Care  Review 
Committees  in  health  care  facilities  with  newborn 
imits."'"^ 

CYS  is  responsible  for  investigating  complaints  of 
medical  neglect  upon  order  of  the  CYS  chairman. 
Reports  are  to  be  received  from  a  toll-free  24-hour 
"careline"  established  under  the  agreement.  Health 
care  facilities  with  newborn  units  \yere  informed  by 
CYS  that  they  were  required  by  iaw  to  report  all 
cases  of  medical  neglect.  The  investigative  team 
consists  of  agency  staff  and  a  CYS-designated 
neonatologist  from  a  hospital  other  than  the  one 
being  investigated.  I'he  team  is  to  make  findings 
according  to  45  C.F.R.  §  1340.15,  inform  parents  and 
physicians,  and  forward  its  report  to  the  CYS 
regional  office.  If  there  is  a  determination  of  medical 
neglect,  CYS  is  to  petition  the  court  for  custody  so 
that  treat  aent  can  be  provided. 

On  its  face,  this  joint  policy  appears  to  provide  an 
objective  investigation  of  reports  that  Federal  stan- 
dards of  care  for  disabled  infants  are  being  violated. 
Its  deficiencies  lie  in  the  absence  of  terms  specifying 
the  manner  in  which  CYS  will  obtain  "access  to 
medical  records  and/or  other  pertinent  information" 
or  "a  court  order  for  an  independent  medical 
examination  of  the  infant."  (See  Preface,  NOTES  C 
and  D.) 

In  a  letter  dated  October  1 1,  1988,  the  agency 
responded  to  a  preliminary  draft  of  relevant  portions 
of  the  Commission's  report.  Documents  submitted 
with  their  response  did  not  demonstrate  that  its 

*^  Telq^hone  interview  with  Robert  Gossart  by  Issues  in  Law 
and  Medicine  (June  2,  1987). 

*•  Telephone  interview  with  Linnea  Loin,  Stale  Liaison  Officer, 
CYS  by  Issues  in  Law  and  Medicine  (May  4,  1987). 
♦»  Agreement  Between  The  Connecticut  Department  of  Health 
Services  and  the  Comiecticut  Department  of  Children  and  Youth 
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procedures  explicitly  provide  for  obtaining  medical 
records  or  a  court  order  for  an  independent  medical 
examination  as  required  by  45  C.F.R.  §1340.15(4)(i) 
and  (ii)  (1987). 

The  agency  did  ""ot  directly  respond  to  the 
Commission's  assert^n  that  the  agency  lacks  a 
written  policy  specifying,  pursuant  to  45  C.F.R. 
§1340.15(4)(i)(1987),  the  manner  in  which  it  would 
obtain  medical  records  to  investigate  a  report  of 
medical  neglect.  Rather,  it  argued  that  a  CYS 
investigator's  discretion  to  obtain  court  orders  to 
remove  the  children  whose  welfare  is  threatened 
fulfills  the  requirement  of  the  regulation  at  issue: 

The  DCYS  Policy  Manual  Volume  2,  Chapter  II  Section 
246.5  provides  emergency  guidelines  whereby  an  investi- 
gator may  remove  a  child  without  parental  consent  from 
dangerous  surroundings.  The  criteria  for  emergency  re- 
moval include  reference  to  **caretaker(s)  who  refuse  to 
permit  the  child  to  receive  immediate  medical  care  or  to 
comply  with  on-going  treatment  recommended  by  a 
physician  who  examines  such  child." 

Section  244  of  the  same  Policy  Manual,  provides  for 
placement  options  for  children  in  danger.  No.  2,  Order  of 
Temporary  Custody— Superior  Court-^-Juvenile  Matters  pro- 
vides for  "a  court  order  to  safeguard  the  immediate 
welfare  of  a  child  which  may  be  issued  without  a  hearing 
and  vests  the  care  and  ciwtody  of  the  child  concerned  in 
the.  .  .agency.  .  .pending  the  adjudication  on  the  merits 
of  Petition  of  Alleged  Neglect."" 

This  information  appears  inadequate  to  fulfill  the 
plain  language  of  the  Federal  regulation,  which 
requires  that  agency  programs  or  procedures  "must 
be  in  writing"  and  "must  specify  the  procedures  the 
state  agency  will  follow  to  obtain.  .  .medical  rec- 
ords."" 

With  regard  to  the  requirement  of  a  written  policy 
providing  procedures  to  obtain  a  court  order  to 
secure  an  independent  medical  examination,  the 
agency  cited  §46b-121  of  Connecticut  General 
Statutes,  which  empowers  the  juvenile  court  to 
make  and  enforce  orders  protecting  juveniles,  and  a 
1985  State  attorney  general  opinion  attesting  to  the 
sufficiency  of  the  agency's  policies: 

Section  46b-121  of  Connecticut's  General  Statutes,  in 
defaiing  the  authority  of  the  juvenile  court,  states  in 

Services  Regarding  Medical  Neglect  of  Infants  in  Connecticut 
Health  Care  Facilities,  Oct.  9,  1985. 
"  Id. 

Letter  from  Patricia  Wilson-Coker,  Acting  Director,  Cltil- 
dron's  Protective  Services,  to  William  J.  Howard,  General 
Co.inscl,  U.S.  Commission  on  Civil  Rights  (Oct.  11,  1988). 
"  45  C.F.R.  §1340.15(cK4)  (1987). 
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pertinent  part:  "In  such  juvenile  matters,  the  superior 
court  shall  have  authority  to  make  and  enforce  such  orders 
directed  to  parents.  .  .custodians  or  other  adult  persons 
owing  some  legal  duty  to  a  child  or  youth  therein,  as  it 
deems  necessary  or  appropriate  to  secure  the  welfare, 
protection,  proper  care  and  suitable  support  of  a  child  or 
youth  subject  to  its  jurisdiction.  .  . 

This  foils  to  meet  the  requirements  of  the  Federal 
regulation.  It  is  too  broad  in  scope  even  to  suggest  to 
a  CPS  worker  that  an  independent  medical  examma- 
tion  woulo  be  in  order. 

In  some  respects,  the  procedures  in  effect  in 
Connecticut  are  in  compliance  with  the  CAA. 
However,  the  agency  has  failed  to  specify  the 
manner  in  which  it  will  obtain  medical  records  or  a 
court  order  for  an  independent  medical  examination 
of  an  infant  m  the  manner  required  by  Federal 
regulations. 

DELAWARE 

In  Delaware,  the  Division  of  Child  Protective 
Services  in  the  Department  of  Services  for  Children, 
Youth  and  Their  Families  is  the  agency  responsible 
for  enforcement  of  vhe  Child  Abuse  Amendments  of 
1984  (CAA). 

The  agency  reported  that  it  had  not  received  any 
reports  of  possible  withholding  of  medical  treatment 
f\om  disabled  infants  with  life-threatening  condi- 

jns." 

According  to  the  agency,  "medical  personnel 
were  necessarily  involved  in  developing  procedures 
in  order  to  insure  any  reports  would  be  made  to  our 
department."**  However,  there  is  no  record  that 
disability  rights  groups  were  consulted  in  the  formu- 
lation of  State  policy  for  medical  neglect  c^es. 

Agency  procedures  were  reviewed  to  determine 
consistency  with  Federal  law.  The  definition  of 
withholding  of  medically  indicated  treatment  com- 
plies with  the  Federal  regulation.  However,  there  is 
no  definition  of  "infant''  (See  Preface,  NOTE  E.) 

The  procedures  abdicate  the  first  f  lion  of  a 
medical  neglect  mvestigation  to  the  hospital's  "con- 
tact person."  The  procedures  state  that  upon  a 
receipt  of  a  report,  the  CPS  worker  should  immedi- 
ately talk  to  the  hospital's  contact  person  to  begin  an 

w  Letter  from  Patricia  Wilson-Coker,  Acting  Director,  Chil- 
dren's Protective  Services,  to  William  J.  Howard,  General 
Counsel,  U.S.  Commission  on  Civil  Rights  (Oct  11,  1988). 
**  Telephone  interview  with  Robert  Lindekamp,  Coordinator, 
Division  of  Child  Protective  Services  (Aug.  19,  1988). 
M  Letter  from  Kate  Lorcnz,  Planner  I,  Department  of  Services 
for  ChUdrcn,  Youth  and  Their  Families,  to  Issues  in  Law  and 
Medicine  (June  18,  1987). 


inquiry.  The  contact  person  is  to  ascertain  names  of 
the  parties,  the  status  of  the  child's  medical  condi- 
tion, and  "whether  the  child's  condition  and  treat- 
ment fall  mider  the  stated  definition"  of  withholding 
of  medically  indicated  treatment." 

'*If  the  information  received  [from  the  contact 
person]  indicates  that  the  report  does  not  come 
within  the  definition  of  medical  neglect  of  handi- 
capped infants,  Ifurther]  procedures  are  not  applica- 
ble in  thic^  case.""  In  effect,  CPS  will  rely  on  the 
judgment  of  a  contact  person  at  the  very  hospital 
whose  staff  is  allegedly  denying  legally  required 
treatment  to  make  an  initial  determination  whether 
the  allegation  should  be  further  investigated.  This 
practice  is  contrary  to  the  intent  of  Federal  law  that 
vests  the  CPS  agency  with  the  responsibility  of 
detenmnirig  whether  treatment  of  an  infant  is  legally 
required  under  the  CAA.  (See  Preface,  NOTE  A.) 

If  the  information  provided  by  the  contact  person 
indicates  that  the  case  falls  within  the  definition  of 
medical  neglect,  CPS  will  contact  the  parents  and 
consult  with  the  hospital's  ?C/ICR.  The  latter 
individual  is  preselected  "by  the  hospital  with  the 
agreement  of  the  Division  of  Child  Protective 
Services."**  The  CPS  worker  will  rely  on  the 
judgment  of  this  PC/ICR  that  the  parents,  the 
treating  physician,  and  the  hospital  ethics  committee 
(if  one  exists)  are  pursuing  the  proper  course  of 
treatment.  Further,  "if  the  parents  and/or  physicians 
have  already  obtained  the  PC/ICR's  consultation 
and  treatment  is  considered  consistent  with  recom- 
mendations, the  referral  is  deemed  to  be  an  'un- 
founded' report  of  medical  neglect."" 

This  approach  gives  rise  to  an  an  obvious  conflict 
of  interest:  the  entity  being  investigated  has  a  key 
fole  in  designating  the  physician  who  will  sit  in 
judgment  on  the  case. 

The  CPS  a5»:hority  to  make  a  determination  of 
medical  neglect  is  further  diminished  by  an  agree- 
ment between  the  Delaware  Division  of  Public 
Health  (DPH)  and  the  CPS  to  investigate  "jointly" 
complaints  of  "improper  medical  or  nutritional  care 
being  delivered  to  handicapped  newborn  infants."*^ 

•«  Medical  Neglect  of  Handicapped  Infants,  Procedures,  at  2. 
"  Id 

"  Id.,  Attachment  "B," 
•»  Id. 

Memorandum  of  Understanding  for  Responding  to  Com- 
plaints of  Improper  Medical  or  Nutritional  Care  Being  Delivered 
to  Handicapped  Newborn  Infants  Between  the  Division  of  Public 
Health,  Department  of  Health  and  Human  Ser\'ices,  and  the 
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This  agreement  was  signed  and  dated  by  the  parties 
in  October  1985.  No  reference  to  this  agreement  is 
made  in  the  CPS  procedures.  According  to  the 
terms  of  the  agreement,  the  DPH  will  "[a]pply  the 
guidelines  of  the  Bioethics  Cot  jnittee  of  the  Ameri- 
can Academy  of  Pediatrics  in  evaliinting  the  medical 
aspects  of  the  case  in  question"  and  the  CPS  will 
"[r]eview  the  case  for  violation  of  State  Law,  rules 
or  regulations  or  Federal  regulations.""  Both  "will 
jointly  file  a  report  with  the  respective  Division 
Directors  for  further  action." 

In  addition  to  failure  to  define  the  class  protected 
by  the  CAA  treatment  standards,  Delaware's  CPS 
agency  has  dimmishcd  its  authority  by  agreeing  to 
conduct  investigations  jointly  with  other  State  agen- 
cies that  are  not  obliged  to  enforce  Federal  stan- 
dards and  that  are  in  fact  applying  antithetical 
standards.  Most  important,  it  has  abdicated  the 
crucial  aspects  of  a  medical  aeglect  investigation  to 
the  agent  of  the  hospital  that  is  the  subject  of  the 
investigation  or  to  a  physician  chosen  by  that 
hospital.  Delaware  is  significantly  out  of  compliance 
with  the  CAA  and  its  implementing  regulation. 

DISTRICT  OF  COLUMBIA 

In  the  District  of  Columbia,  the  CiuiJ  »-d  Family 
Services  Division  in  the  Family  Services  Admmis- 
tration  within  the  Department  of  Human  Services  is 
the  agency  responsible  for  enforcement  of  the  Child 
Abuse  Amendments  of  1984  (CAA). 

The  agency  reported  that  it  had  not  received  any 
reports  of  medical  neglect  of  an  infant  with  a 
disability.  An  administrator  wrote:  "There  have 
been  no  referrals  in  the  District  of  Colambia  of  cases 
in  which  a  handicapped  infant  with  life-threatening 
conditions  has  been  denied  medical  treatment.  How- 
ever, we  are  aware  of  cases  whicii  have  been 
resolved  by  the  hospital  and  the  parents  without 
intervention  from  Child  and  Family  Services."*^  In 
response  to  a  followup  inquiry,  the  agency  con- 
finned  that  there  had  been  no  reports.  An  adminis- 

Division  of  Child  Protective  Services,  Department  of  Services 
for  Children,  Youth  and  Their  Families  (October  1985), 

Id  See  chap.  2  for  a  description  of  the  significant  differences 
between  the  American  Academy  of  Pediatric  guidelines  and  those 
in  the  Federal  regulation. 

•*  Letter  from  Dorothy  Kennison,  Adminstrator,  Family  Ser- 
vices Administration,  to  Issues  In  Law  and  Afedlclne  (Apr.  10, 
1987).  ^  ^ 

"  Telephone  interview  with  Carolyn  Smith,  Chief  of  Intake  for 
Protective  Services  (Aug.  9,  1988). 

•*  Telephone  interview  with  Carolyn  Smith,  Chief  of  Intake  for 
Protective  Services,  by  Issues  In  Law  and  Medicine  (June  15, 
1987). 


trator  stated  that  the  hospitals'  infant  care  review 
committees  generally  meet  with  the  parents  and  the 
case  is  resolved  at  that  level.«  Thus,  these  cases  are 
not  reported  beyond  die  institution  and  the  CPS 
does  not  appear  interested  in  becoming  involved  in 
them. 

The  agency  reported  that  when  it  developed 
policies  to  implement  the  CAA,  it  consulted  with  a 
team  of  47  health  care  professionals  over  a  period  of 
5  months,  contracting  with  the  Children's  National 
Hospital  to  coordinate  the  group.  In  addition,  it 
stated  that  the  procedures  were  reviewed  by  every 
major  hospital  organization  and  the  American  Bar 
Association.*^  An  additional  source  wrote:  'The 
draft  procedure  was  reviewed  by  representatives 
from  the  Child  Advocacy  Center,  Superior  Court, 
the  Metropolitan  Police  Department,  St  Elizabeth's 
Hospital,  the  American  Bar  Association  and  all  of 
the  hospitals  in  the  District  of  Columbia."**  Note- 
worthy is  the  absence  of  any  disability  rights  group. 

The  procedures  were  reviewed  for  consistency 
with  the  Federal  regiJation  implementing  the  CAA. 
The  standard  of  care  established  by  the  procedures 
contains  an  exception  to  the  general  requirement  of 
maximal  treatment  that  is  not  provided  for  in  the 
Federal  regulation:  "if  the  treatment  is  part  of  an 
experimental  research  protocol."**  However,  sup- 
plementary information  published  with  the  Federal 
reg'ilation  does  state; 

Nothing  in  the  statute  or  rule  forces  we  of  experimental 
procedures.  To  the  contrary,  media»J  ethics,  federal 
regulations,  and  many  State  laws  require  that  patients  (or 
their  parents)  provide  "informed  consent"  based  on  free 
choice  and  without  coercion  when  physicians  propose 
human  experimentation.  These  rules  do  not  require  such 
experimentation.*' 

Because  the  class  protected  by  the  standard  of 
care  includes  all  children,*^  awd  "child"  is  defined  as 
"a  person  under  18  years  of  ,age,"*»  the  sl^dard 
covers  a  class  that  includes  and  is  larger  than  that 

•*  Letter  from  Dorothy  Kennison,  Administrator,  Family  Ser- 
vices Administration,  to  Issues  in  Law  and  Medicine  (Apr.  10 
1987). 

•*  Department  of  Human  Services  Policy  and  Procedure,  pt.  IX, 
ch.  1,  sec.  C,  topic  5  (IXeXii)  at  11  (date  indeterminate). 

Child  Abuse  and  Neglect  Prevention  and  Treatment  Program,  50 
Fed.  Reg.  14,878,  14,886  (1985). 
"  Id. 

•»  I±,  (EX6)  at  3. 
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.acquired  to  be  protected  under  the  Federal  regula- 
tisOn. 

In  accord  with  the  Fcdci-?!  rcgulatioa,  the  proce- 
dures specify  the  manner  ih^which  the  departmert 
will  obtain  access  to  hospital  records  and  obtain 
court  orders  for  independent  medical  examinations 
and  treatment  In  addition,  agency  procedures  pre- 
sent a  detailed  method  for  investigation  by  an 
independent  medical  consultant.  The  procedures 
indicate,  that  the  decision  whether  there  exists  an 
illegal  withholding  of  medical  treatment  is  vested  in 
the  department's  medical  officer  with  the  assistance 
of  the  consultant: 

(2)  When  the  allegation  concerns  a  child  in  immediate 
danger  from  medical  neglect  in  a  medical  facility. 


(c)  Consult  with  the  DHS  Commission  on  Social 
Services  medical  officer.  .  .to  ascertain,  based  on  the 
information  obtained: 

(i)  Whether  there  has  been  a  withholding  of  appropriate 
nutrition,  .^ydration,  and  .medication  from  the  child; 

(ii)  Whether  there  has  been  a  withholding  of  treatment 
which  in  his  or  her  reasonable  medical  judgment  will  be 
most  likely  to  be  etTective  in  ameliorating  or  correcting 
all  of  the  child's  life-threatening  conditions.  Treatment 
is  not  medically  indicated  if  the  child  is  chronically  and 
irrever^bly  comaCcwe;  if  the  treatment  would  merely 
prolong  the  child's  dying  or  not  be  effective  in  amelio- 
rating or  correcting  all  of  the  child's  life-threatening 
conditions,  or  would  otherwise  be  futile  in  terms  of  the 
child's  survival;  would  be  virtually  futile  and  the 
treatment  Jtsclf  under  such  circumstances  would  be 
inhumane;  or  if  the  treatment  is  part  of  an  experimental 
research  protocol;.  .  . 

The  District  of  Columbia  presents  a  case  of  a  CPS 
agency  that  has  established  mvestigative  ard  en- 
forcement procedures  that  meet  the  requireni  xs  of 
the  CAA.  However,  it  appears  that  the  staff  regards 
the  hospital's  ICRC  as  the  appropriate  forum  to 
resolve  the  cases  ?nd  does  not  seem  interested  in 
having  these  cases  reported  to  them. 

^  Department  of  Human  Services,  Policy  i^d  Procedure,  pt.  JX, 
ch.  I,  sec.  C,  topic  5.  at  10. 

"    Telephone  interview  'xrTui  C  Christmas,  Senior  riuman 
Services  Specialist,  Children,  Youth  and  Family  Services,  by 
Issues  in  Lew  and  Medicine  (June  6,  1987). 
«  Id, 


FLORIDA 

The  Children,  Youth  and  Family  Services  Unit  in 
the  Florida  Department  of  Health  and  Rehabilitative 
Services  is  the  State  agency  responsible  for  enforce- 
ment of  the  Child  Abuse  Amendments  of  1984 
(CAA). 

In  designing  its  approach  to  implementation  of  the 
regulations  underlying  the  CAA,  the  agency  report- 
ed that  it  had  consulted  medical  groups  but  not 
disability  groups.'* 

In  1987  y\  agency  staff  person  stated  that  there 
had  been  a  rumor  of  a  case  of  medical  neglect,  but 
no  report  to  the  agency."  In  an  update  in  1988,  a 
staff  person  stated  that  he  knew  of  only  one  case  in 
the  last  year.  An  attorney  in  Tampa  called  to  report 
a  case,  iyit  it  v/as  "handled  appropriately  by  the 
hospital.'*  He  added  that  he  "suspect[s]  that  cases  of 
disabled  infants  are  occurring  in  the  State  of  Florida, 
but  that  the  hospitals  are  handling  the  situations 
appropriately— which  is  the  best  of  all  worlds, 
reaUy."" 

Commission  staff  examined  the  agency's  policies 
and  procedures  for  consistency  with  the  CAA  and 
their  implementing  regulation.  These  procedures 
explicitly  abdicate  to  the  hospital  the  agency's 
responsibilities  under  Federal  law  to  investigate  and 
enforce  the  CAA.  The  procedures  state  that  upon 
receipt  of  a  report  of  medical  neglect  of  a  disabled 
mfant,  the  CPS  worker  must  contact  the  hospital 
"liaison"  and  that  if  this  person  reports  that  the 
treatment  is  proper  "there  is  no  need  for  further 
investigation."'*  If  an  infant  care  review  committee 
(ICRC)  exists  at  the  hospital,  the  procedures  state 
that  the  liaison  person  will  arrange  for  it  to  meet  and 
inform  the  CPS  of  the  results  of  the  meeting.  The 
hospital's  own  ICRC  reviews  the  case,  and  the 
liaison  person  will  instruct  the  CPS,  "based  on 
[ICRC]  response,  whether  there  is  rearon  for  you  to 
proceed  further  with  provision  of  treatment  for  the 
infant.""  When  there  is  no  ICRC  at  the  hospital, 
the  procedures  direct  that: 

The  hospital  liaison  will  inform  you  whether  an  indepen- 
dent medical  examination  is  required  to  reach  a  conclusion 
or  to  protect  the  interest  of  the  child.  If  such  an 
examination  is  required,  that  liaison,  if  qualified,  will 

"  Telephone  interview  with  Chris  Christmas,  Senior  Human 
Services  Specialist,  Children.  Youth  and  Family  Services  (July 
25.  1988). 

Rorida  Health  and  Rehabilitative  Services  Pamphlet  175-!, 
Special  Procedures  Relating  to  Medical  Neglect  of  a  Disabled 
Infant,  §3.4.17.5. 
f  §3.l7.7(lXb). 
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conduct  the  examination  or  will  assist  you  by  finding  the 
appropriate  physician  to  conduct  the  examination.'* 

In  the  event  that  there  is  a  question  whether  the 
hospital  is  in  compliance  with  the  law,  the  policy 
states  that  **[s]ince  there  are  so  many  medical 
decisions  involved,  [the  hospital  liaison]  will  carry 
the  primary  responsibility  for  conducting  the  investi- 
gation."" 

In  a  letter  dated  September  30,  1988,  the  agency 
responded  to  a  preliminary  draft  of  relevant  portions 
of  this  report.  The  director  of  Children,  Youth  and 
Family  Services  in  the  Florida  Department  of 
Human  Resources  submitted  the  agency  policy, 
quoted  from  above,  for  the  position  that  "Health  and 
Rehabilitative  S<irvices  Pamphlet  175-1  dated  July 
1,  1988,  specifically  requires  that  CPS  staff  respond 
to  reports  cf  known  or  suspected  abuse  or  neglect 
immediately  or  within  24  hours."  This  did  pet 
address  the  criticism  in  the  portion  of  the  report  sent 
to  the  agency,  which  stated  that  on  its  fa.  ^  the 
policy  explicitly  abdicates  to  internal  hospital  infant 
care  review  committees  or  hospital  staffs  the  author- 
ity to  decide  whether  illegal  denial  of  treatment  is 
taking  place  when  a  report  of  suspected  denial  of 
treatment  is  rtxeived  by  the  State  agency. 

The  Florida  CPS  procedures  do  not  provide  for 
an  independent  medical  review  of  a  report  of 
withholding  of  medical  treatment  from  a  disabled 
infant  The  procedures  establishing  this  review 
system  present  real  conflicts  of  interest  and  present 
fundamental  questions  regarding  the  degree  of  pro- 
tection given  vulnerable  children.  (See  Preface, 
NOTES  A  and  B.)  The  procedures  contain  no 
provision  for  obtaJoing  a  court  order  for  an  indepen- 
dent medicf^'  examination.  (See  Preface,  NOTE  D). 

In  addition,  in  apparent  response  to  the  Commis- 
sion's draft  report,  the  director  asserted  that  the 
"Child  Protective  Investigator's  Decision  Handbcx)k 
further  delineates  the  responsibility  of  the  protective 
investigator  to  obtain  a  court  order  for  treatment,  if 
necessary."  No  documentation  was  provided  for  this 
assertion,  and  the  fact  remains  that  the  current 
procedure  lacks  a  specific  provision,  as  required  by 
the  Federal  regulation,  that  states  the  method  the 
CPS  agency  will  use  to  obtain  a  court  order  for  an 

§3.4,17.6(2). 
"  §3.4.17.5(4). 
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mdependent  medical  examination  in  a  Baby  Doe 
situation. 

Florida  presents  the  paradigm  case  of  a  State  CPS 
agency  that  has  wrongfully  delegated  its  investiga- 
tive responsibility  to  the  very  hospitals  whose  staff 
are  the  subject  of  alleged  illegal  denial  of  treatment. 

GEORGIA 

In  Georgia,  the  Division  of  Family  and  Children 
Services  in  the  Department  of  Human  Resources  is 
the  State  agency  responsible  for  enforcement  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

The  State  CPS  office  stated  ttat  it  was  not  aware 
of  any  cases  of  medical  neglect  in  Georgia.  The 
representative  added  that  this  "was  left  to  the  local 
authorities."^^ 

The  agency  reported  that  it  had  consulted  mem- 
bers of  the  State's  infant  care  review  committees  in 
formulating  its  procedures  for  investigating  of  a 
report  of  withholding  medical  treatment  from  a 
disabled  infant.  No  other  associations,  such  as 
disability  rights  groups,  were  consulted.^' 

The  State  agency's  procedures  were  reviewed  for 
compliance  with  the  Federal  regulation  that  imple- 
ments the  CAA.  The  Georgia  procedure  does  not 
specify  in  writing  the  manner  in  which  it  will  obtain 
medical  records  (see  Preface,  NOTE  C)  or  the 
manner  in  which  it  will  obtain  a  court  order  for  an 
independent  medical  examination  of  the  infant  (see 
Preface,  NOTE  D). 

Most  seriously,  the  agency  procedure  codifies  an 
abdication  of  its  responsibility  to  conduct  an  inde- 
pendent agency  investigation  of  a  report  of  medical 
neglect  to  infant  care  review  committees.  (See 
Preface,  NOTES  A  and  B.)  The  agency's  Guidelines 
for  Medical  Neglect  of  Disabled  Infants  state  that  all 
medical  neglect  cases  will  be  handled  by  a  three-part 
system  of  infant  cai>5  review  committees  (ICRC). 
The  guidelines  describe  a  system  in  which  treatment 
decisions  are  made  by  the  hospital's  ICRC  or,  if  such 
a  committee  does  not  exist  at  the  hospital,  a  regional 
ICRC.  A  statewide  committee  is  also  to  be  available 
for  guidance,  advice,  and  precedent  case  decisions 
on  "multiple  congenital  malformation  syndromes 
incompatible  with  life."  If  a  complaint  is  filed  with 
the  CPS  agency,  the  guidelines  state:  "Cases  report- 
ed  directly  to  CPS  will  be  handled  in  the  same 

Telephone  interview  with  Gerald  Gouge,  Chief,  Child 
Protective  Services  Unit,  Division  of  Family  and  Children 
Services  (July  20,  1988). 
«  Id 


manner  with  initial  (local  in-hospital),  secondary' 
(regional  ICRQ,  and  if  necessary,  tertiary  (state- 
wide) reviews.*'** 

The  CPS  guidelines  rationalize  tb«  ^ication  of 
responsibility  and  perhaps  attempt  tv  dispel  fear  of 
liability  for  this  .system  by  stating: 

As  the  iC&.Cs  work  in  close  association  with  CPS  and 
conmiiltct  members  they  would  be  afforded  the  same  'legal 
immunities  or  safeguards  as  CPS  workers  since  in  effect 
they  would  be  acting  as  consuitanls,  advisors  to  CPS  and 
the  Sutc  of  Georgia.  These  safeguards  are  supported  by 
the  Attorney  Genexal*s  Office.** 

The  Georgia  procedure  lacks  methods  to  secure 
review  of  medical  records  or  an  independent  medi- 
cal examination.  Instead,  the  State  CPS  agency 
defers  entirely  to  the  judgments  of  infant  care 
review  committees.  Georgia  is  fundamentally  out  of 
compliance  with  the  CAA  and  their  implementing 
regulations. 

HAWAn 

In  Hawaii,  the  Child  Protective  Services  Unit 
within  the  Department  of  Human  Services  h  the 
State  agency  responsible  for  enforcement  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

Program  assistants  developed  the  investigative 
procedures  for  hnplementation  of  the  Federal  regu- 

tions.  The  agency  reported  that  neither  medical 
nor  disability  rights  groups  were  consulted." 

The  agency  stated  that  no  reports  of  medicd 
discrimiriation  have  come  to  its  attention  since  the 
rcgul'ition  went  into  effect." 

HawMi*s  procedures  for  an  invijstigation  of  a 
medical  neglect  report  were  reviewed  for  compli- 
ance with  the  Federal  regulation  that  implement  the 
CAA.  In  contravention  of  Federal  regulatory  re- 
quirements, the  procedures  themselves  fail  to  specify 
m  writing  flie  manner  in  which  agency  staff  vAll 
obtain  a  court  order  for  an  independent  medical 
examination  of  the  infant,  although  the  agency 
possesses  authority  to  seek  one.»* 

The  most  serious  failure  of  compliance  is  that  the 
CPS  agency  has  abdicated  its  duty  to  investigate 
repoi  J  of  medical  neglect  to  decide  whether  illegal 

Georgia  Department  of  Human  Resources,  ChiJd  Protective 
Services  Manual,  sec  2103.14.  app.  H,  Guidelines  for  Medical 
Negiect  of  Disabled  Infyuts,  at  4. 
«*  /dl  at  2. 

»*  Telephone  interview  with  Stanley  Inkyo,  Program  Adminis- 
trator. Child  Protective  ^^rvices,  by  Issues  in  Law  and  Medicine 
(July  6,  1987). 


denial  of  treatment  is  takmg  place.  The  procedures 
direct  the  CPS  worker  to  log  a  medical  neglect 
report  ''as  a  non-CPS  case  if  the  treating  physician 
does  not  recommend  treatment  and  a  second  medi- 
cal opinion  (including  another  physician,  the  hospi- 
tal's review  committee,  the  Hawaii  Medical  Associa- 
tion's review  committee,  CPS  Team  physician) 
concurs  with  this  recommendation.""  Although  a 
CPS  tean:  physician  is  mentioned,  in  short,  a 
physician  who  wishes  to  deny  treatment  in  vioi&tion 
of  the  standard  of  care  established  by  the  CAA  neeti 
merely  find  one  other  physician  or  a  reviev^"  commit- 
tee to  agree  in  order  to  prevent  any  intervention  by 
the  CPS  agency  on  behalf  of  the  child's  right  to 
receive  treatment.  This  clearly  nms  counter  to  the 
kequirement  of  the  CAA  that  the  CPS  agency  serve 
as  an  independent  investigating  authority  to  ensure 
that  the  Federal  standard  of  care  is  provided  to  the 
disabled  infant. 

Commenting  on  a  draft  of  relevant  portions  of  the 
Commission's  report,  the  administrator  of  Services 
Program  Development  of  the  Hawaii  Department  of 
Human  Services  stated: 

Section  1100.9.2  states  in  effect  that  further  investigation 
may  not  be  required  if  inquiry  by  child  protective  services 
staff,  upon  receiving  a  i;;port  of  alleged  medical  neglect, 
fmds  that  a  second  opinion  concurs  with  the  opinion  of  the 
treating  physician.  By  requiring  initial  investigative  action 
by  child  protective  services  following  receipt  of  a  report, 
this  procedural  guideline  does  not  completely  abdicate  the 
investigative  responsibility  to  an  mfant  care  review  com- 
mittee but  serves  to  assist  the  investigator  in  the  process  of 
disposition. 

Fi^T  from  refuting,  this  confirms  that  the  Hawaii 
CPS  abdicates  its  responsibility  to  physicians  select* 
ed  by  the  physician  or  hospital  against  whom  a 
complamt  has  been  lodged  the  determination  of 
whether  legally  mandated  treatment  requirements 
are  being  met.  (See  Preface,  NOTE  A.)  Hawaii 
should  ensure  that  medical  consultants  not  affiliated 
with  the  hospital  or  physician  charged  witli  neglect 
are  made  avauable  to  assist  the  CPS  worker  in  the 
investigation  of  a  report  of  withholding  of  medically 
indicated  treatment  of  a  handicaiiped  infant. 

•»  Telephone  interview  ith  Stanley  Inkyo.  Program  Admtms- 
trator.  Child  Protective  services,  by  Commission  stafT  (July  28, 
1988). 

"  Hawaii  Rev.  Slat.  §337-21. 

»»  Child  Protective  Services  Policy  Manual  sec.  1100.9.2  (June 
1987).  EmphaMs  added. 

247 


ERIC 


25S 


Haw&U  is  fundamentally  out  of  compliance  with 
the  CAA  and  its  implementing  regulation. 

IDAHO 

The  Idaho  Dt^artnr.  Jt  of  Health  and  Welfare  is 
the  State  agency  respOiosibte  for  er  jrcement  of  the 
Child  Abuse  Amcadments  of  1984  (CAA), 

Agency  personnel  reported  that  they  have  had  no 
reports  of  medical  negleci  jf  infants  with  disabilities 
since  the  regulation  went  into  effect** 

The  agency  reported  in  a  January  3, 198£>  letter  to 
the  Commission  that;  "In  our  formulation  stage  of 
preparing  draft  policy  and  procedures  on  this  topic  a 
committee  was  convened  to  draft  proposed  materi- 
als«  committee  included  the  Chief  of  the  Bureau 
of  Developmental  Disabilities  of  the  Department  of 
Health  and  Welfare*  He  received  input  from  appro- 
priate groups  to  include  the  Downs  Syndrome 
Parents  Groups,  Coalition  of  Advocates  Tor  the 
Disabled,  and  other  parents  support  groups  for 
children  with  various  disabilities." 

The  agency  procedures  were  reviewed  for  com- 
pliance with  the  Federal  regxilation  that  implements 
the  CAA, 

All  definitions  of  terms  mirror  the  Federal  stan- 
dards. As  required  by  Federal  regulations,  CPS 
social  workers  lare  instructed  to  **obtain  a  cop>  of 
the  infant's  mcdicai  treatment  rece 'd  from  the  health 
care  facility  or  hospital  as  a  func*  '  n  of  the  mvestiga- 
tion  process.  .  .  In  addition,  the  procedures 
meet  the  Federal  requirement  to  provide  for  obtain- 
ing a  court  order  for  an  independent  medical 
examination  of  the  infant  when  coopeiation  from  the 
medical  provider  is  not  forthcoming." 

The  procedures  indicate  that  the  agency  alone  is 
responsible  for  determining  whether  appropriate 
treatment  is  prov^  ed.  The  determination  of  whether 
illegcd  withholding  of  medical  treatment  is  taking 
place  is  vested  in  the  medical  chief,  Bui-eau  of  Child 
Health: 

The  ixiltial  determination  that  withholding  of  medically 
indicated  treatment  as  defined  in  Manw^  Section 
3-23O4.03  is  occurring  or  is  being  prescribed  by  the 
infnnt't  physician,  will  be  made  by  the  Medical  Chief, 

Tclcn^ooc  interview  with  Ed  Van  Duscn,  Social  Services 
Coordinator,  Department  of  Health  and  Welfare  (July  20,  1988). 
«  Social  Services  Manual,  sec.  3-2305.06(c). 
^  Id,  see.  3-2305.13. 

Id.  sec  3-2305.08. 


B  reau  of  Child  Health  or  his  dcsip*'^  with  or  without 
independent  medical  examination.** 

On  their  face,  Idaho  procedures  appear  to  comply 
with  the  requirements  of  the  CAA  and  its  imple- 
menting regulation. 

ILLINOIS 

The  Dlinois  Department  of  Children  and  Family 
Services  is  the  State  agency  responsible  for  enfoii^e- 
ment  of  the  Child  Abuse  Amendments  of  1984 
(CAA). 

Regarding  reports  of  incidents  of  medicai  ijeglect 
of  infants  with  disabilities,  Illinois  stated: 

Fortunately,  the  number  of  reports  alleging  the  withhold- 
ing of  medically  indicated  treatment  fron  disabled  in'^^ts 
haj  remained  smalL  This  low  level  may  be  the  n  of 
cooperative  efforts  between  the  Department  of  C  *  iren 
and  Family  Services,  the  Illinois  State  Medical  Society 
and  other  service  providers  which  have  focused  their 
efforts  on  expanding  the  availability  of  support  resources 
to  troubled  famili^^ 

During  FY  86  (July  1,  1985  tlirough  June  30,  1986)  a  total 
of  ten  medical  neglect  of  disabled  infants  allegations  were 
made.  Atkr  investigations,  three  were  mdicatcd. 

So  far,  during  FY  87  (July  1,  1986  to  date)  one  allegation 
was  made.  After  a  thorough  investigation,  this  case  was 
yidicatcd.*^ 

Ir  response  to  foUowup  inquuy  by  Commission 
st^  ^e  department  stated  that  during  FY  88  (July 
1, 1987,  through  June  30, 1988)  it  had  received  thre.:* 
reports.  After  investigation,  two  were  found  to  be 
indicated  (i-c,  a  violation  was  found).** 

The  agency  reported  that  it  consulted  the  Illinois 
St^ite  MedicrJ  Society  when  it  developed  orocedure^^ 
for  the  investigation  of  a  report  of  Withholding 
medical  treatment  from  a  disabled  infant.  Ther?.  was 
no  indication  that  disability  rights  groups  were 
consulted.*^ 

The  procedures  were  reviewed  for  compliance 
with  tLi  Federal  regulation  that  implements  the 
CAA.  The  definitions  of  terms  correctly  reflect  the 
Federal  standards,  in  accord  with  the  Federal 
regulations,  the  procedures  specify  tht?  manner  in 
which  ttc  Department  will  obtam  "administrative 

Letter  from  Bobby  J.  Hall,  Program  Specialist,  Departmc.  t  of 
Children  and  Family  Services,  to  Izsues  and  Law  and  Medicine 
(Mar.  30,  1987)  (emphasis  in  the  original). 
"  Telephone  interview  with  Foster  Ccntola,  Progrtm  Spcciilist, 
Department  of  Children  and  Family  Services  (h*ly  20,  1988). 
•»  Telephone  interview  with  Bobby  J.  Hail,  Program  Specialist. 
Department  of  Children  and  Family  Services  (June  1557). 
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subpoenas  or  court  orders  to  obtain  access  to 
hospital  staff  or  records.  .  .  and  the  manner  in 
which  it  will  obtain  court  orders  for  independent 
medical  examinations.*' 

The  department  has  engaged  a  "perinatal  coordi- 
nator" to  advise  the  social  worker  investigating  a 
report  of  whether  treatment  is  necessary,  to  arrange 
independent  medical  evaluations,  and  if  necessary,  to 
advise  whether  the  child  should  be  taken  into 
protective  custody.  This  person  is  a  medical  special- 
ist who  practices  at  a  special  care  nursery  for  infants. 
The  procedures  direct:  "All  reports  of  medical 
neglect  of  disabled  newborns  and  mfants  under  one 
year  of  age  must  be  reviewed  by  the  Department's 
Perinatal  Coordinator."**  The  department  proce- 
dures d;:lineate  the  particular  roles  of  the  perinatal 
coordinator  and  the  CPS  worker: 

The  Perinatal  Coordinator  shal!  provide  a  professional 
judgment  whether  there  is  evidence  of  medical  neglect  for 
each  report  of  medical  neglect  involving  a  disabled  infant 
under  one  year  of  age.  However,  the  investigative  worker 
is  responsible  for  making  the  recommendation  of  indicated 
or  unfounded  based  upon  the  Perinatal  Coordinator's 
judgment  and  other  facts  of  the  report.** 

The  procedures  acknowledge  the  existence  of 
hospital  infant  care  review  committees  but  correctly 
recognize  that  their  judgments  on  treatment  may  not 
be  correct  and  are  not  binding  upon  the  CPS: 
"Whenever  a  hospital  has  an  Infant  Care  Review 
Committee,  Department  investigative  staff  or  the 
Perinatal  Coordinator  consult  with  the  Commit- 
tee and  will  document,  in  writing,  any  disagreements 
with  the  Committee's  recommendations  and  the 
reasons  for  them."** 

On  their  face,  the  Illinois  procedures  appear  to 
comply  with  the  CAA  and  their  implementing 
regulation. 

IOWA 

In  Iowa,  the  Child  Protective  Services  Program 
within  the  Bureau  of  Adult,  Children  and  Family 
Services  of  the  Department  of  Kaman  Services  is 

"  Department  of  Children  and  Fanuly  Services,  Rules  and 
Procedures,  sec.  302.130  0).  160  (g). 

/d,  sec  302.130  (iX2KB). 

Id. 

•«  Id.,  sec.  302.190  app.  A. 

^  Telephone  intcrviev^.  with  Tim  Barbcr-Lindstnim,  Program 
Manager,  Child  Protective  Services,  by  Issues  in  Law  and 
Medicine  (June  12,  1987). 


the  State  agency  responsible  for  enforcement  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

In  developing  procedures  for  the  investigation  of 
a  report  of  medical  neglect  of  an  infant  with  a 
disability,  the  agency  reported  that  it  had  consulted 
the  Iowa  Medical  Association,  the  Iowa  Hospital 
Association,  and  the  Iowa  Academy  of  Pediatrics. 
There  is  no  indication  that  disability  rights  groups 
were  consulted." 

The  agency  stated  that  no  reports  of  medical 
neglect  of  disabled  infants  had  been  received  since 
the  regulation  went  into  effect.®* 

The  Iowa  procedures  are  set  forth  in  a  cover 
memorandum  from  the  CPS  to  the  chief  executive 
officers  of  Iowa  health  care  facilities.*^  These 
procedures  w^re  reviewed  for  compliance  with  the 
Federal  regulations  that  implement  the  CAA. 

The  State  code  includes  a  definition  of  "withhold- 
ing of  medically  indicated  treatment,"  establishing  a 
standard  of  care  that  conforms  to  Federal  law 
although  this  definition  is  absent  from  the  agency's 
procedures  manual.  The  procedures  manual  proper* 
ly  states  the  definition  of  the  protected  class  of 
infants. 

The  Federal  requirement  that  an  agency  have  a 
specified  method  to  gain  ac-cess  to  an  infant's 
medical  records  is  met  where  the  procedures  pro- 
vide that:  "Court  action  may  be  necessary  to  secure 
access  to  medical  records  or  other  pertinent  infor- 
mation when  access  is  necessary  to  assure  an 
appropriate  investigation."*^  The  procedures  do 
not  expressly  state  the  manner  in  which  the  agency 
will  obtain  a  court  order  for  an  independenr  medical 
examination,  as  required  by  45  C.F.R.  §  1340.15(4)(ii) 
(see  Preface,  NOTE  D). 

It  appears  that  the  agency  has  agreements  with 
four  independent  medical  examiners,  chosen  by  the 
Iowa  chapter  of  the  Academy  of  Pediatrics,  to  assist 
CPS  investigators  with  reports  of  medical  neglect."* 
The  agency  procedures  delineate  the  particular 
roles  of  the  "medical  consultant"  and  the  CP 
worker:  'The  medical  consultant  will  assist  the 
worker  in  evaluating  all  medical  information.  The 

*•  Telephone  interview  with  John  Holcamp,  Program  Manager, 

Child  Protective  Ser  jcs  (Aug.  4,  198S). 

**   Memorandum  from  Timothy  Barber-Lindt>trum,  Program 

Manager,  Child  Protective  Services,  to  Chief  Executive  Officers, 

Iowa  Health  Care  Facilities,  Subject:  Baby  Doe  Procedures  (June 

23,  1987). 

»^  Id.  at  4. 

Information  obtained  from  Tim  Barber-Lindstrum^  'Program 
Manager,  Child  Protective  Services,  by  Issues  in  Law  and 
Medicine  (June  ft.  1987). 
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amount  of  assistance. rendered  by  the  medical  con- 
sultant shall  be  jointly  determined  by  the  worker  and 
the  medical  consultant,  based  upon  the  needs  of  the 
case**'*" 

On  the  face  oi  its  procedures,  the  agency  appears 
ready  to  evaluate  boUi  parental  refusals  to  consent  to 
treatment  and  attendi^  physician  decisions  to  deny 
treatment  to  an  infant  ihe  memo  does  not  reflect  an 
abdication  of  responsibility  to  a  hospital's  mfant  care 
reviev/ committee  on  the  question  whether  treat- 
ment (or  nontreatment)  is  legally  correct. 

With  the  exception  of  the  failure  to  describe  the 
manner  m  which  court  orders  will  be  obtained  for 
independent  medical  examinations,  the  Iowa  proce- 
dures on  their  face  appear  to  comply  with  the 
requirements  of  the  CAA  and  their  implementuig 
regulaf.on. 

KANSAS 

In  Kansas,  Youth  Services  within  the  Department 
of  Social  and  Rehabilitation  Services  is  the  State 
agency  responsible  for  enforcement  of  the  Child 
Abuse  Amendments  of  1984  (CAA). 

In  developing  its  approach  to  implementation  of 
investigation  procedures,  the  agency  stated,  "The 
Department  did  not  consult  disability  rights  groups. 
We  did  consult  medical  experts,  hospitals,  and  the 
Kansas  Regional  Perinatal  Medical  Committee."*^ 

The  agency  said  that  there  had  been  no  reports  of 
withholding  of  medically  mdicated  treatment  from 
infants  with  disrbilities  since  the  CAA  went  mto 
effect.*^ 

The  Kansas  agency's  procedures  were  reviewed 
for  compliance  with  Federal  regulations.  Definitions 
for  "withholding  of  medically  indicated  treatment," 
establishing  the  standard  of  care,  and  "infant," 
establishing  the  class  protected,  are  mcluded  and 
accurately  restate  the  Federal  standard.  The  en- 
forcement mechanisms  that  are  required  by  the 
Federal  regulation  to  be  specified  in  the  agency's 
procedures,  such  as  the  manner  m  which  the  CPS 
will  obtain  medical  records  and  a  court  order  for 
mdependent  medical  evaluation,  are  also  set  forth. 
The  procedures  provide  that  an  independent  medi- 
cal consultant  is  available  from  either  one  of  the 

Memorandum  from  Timothy  Barber-Lindstnim^  Program 
Manager,  Child  Protective  Services  to  Chief  Executive  Officers, 
Iowa  Health  Care  Facilities,  Subject:  Baby  Do«  Procedures,  at  4. 
(June  23,  1987). 

Telephone  interview  with  Roberta  Sue  McKenna,  Attorney, 
Youth  Services,  by  Issues  in  Law  and  Medicine  (Apr.  10,  1987>. 


State's  perinatal  center  hospitals.  It  specifies  that  a 
medical  consultant  from  the  other  hospital  shall  be 
used  m  the  event  a  case  is  reported  m  one  of  these 
centers. 

On  their  face,  the  Kansas  procedures  appear  to 
comply  with  the  CAA  and  their  implementing 
regulation. 

KENTUCKY 

In  Kentucky,  the  Child  Protective  Services  unit 
wi»hin  the  Department  for  Social  Services  of  the 
Cabinet  for  Human  Resources  is  the  State  agency 
responsible  for  enforcement  of  the  Ch'  Abuse 
Amendments  of  1984  (CAA). 

The  agency  stated  that  it  consulted  the  Easter 
Seals  Hospital  for  assistance  m  developmg  a  proce- 
dure for  mvestigation.*<»  it  gave  no  mdication  that 
disability  rights  groups  had  been  consulted. 

The  agency  said  that  there  had  been  only  one  case 
reported  since  the  CAA  went  into  effect,  and  that 
was  not  considered  to  involve  denial  of  treatment 
based  on  disability,  smce  the  parents  wished  to 
withhold  treatment  because  of  religious  principles. 
A  court  order  for  treatment  was  readily  obtained.  A 
CPS  specialist  stated  that  there  had  been  "only  one 
reported  Baby  Doe  case  m  the  three  years  I've  been 
here.  Of  course,  we  hear  through  the  grapevme 
from  medical  personnel  that  cases  go  unreported."i<>« 

Despite  this,  the  agency  appears  to  have  actively 
responded  to  the  requirements  of  the  CAA,  and  the 
agency  procedures  mdicate  that  the  agency  has 
established  a  toll-free  hotlme  so  that  "medical 
personnel  or  other  interested  persons  can  notify  the 
Department  of  suspected  or  known  instances  of  the 
withholdmg  of  medically  indicated  treatment  of 
disabled  mfants  with  life-threatenmg  conditions  m 
hospitals  or  health  care  facilities."*®^ 

The  agency's  procedures  were  reviewed  for  com- 
pliance with  Federal  regulation.  Defmitions  of 
"withholding  of  medically  mdicated  treatment," 
establishing  the  standard  of  f;are,  and  "mfant," 
establishing  the  class  protected,  are  mcluded  and 
accurately  restate  those  m  the  Federal  regulation. 
The  enforcement  mechanisms  required  by  the  Fed- 

Telephone  interview  with  Roberta  Sue  McKenna,  Attorney, 
Youth  Services  (Aug.  3,  1988). 

Telephone  interview  with  Betsy  Farley,  Child  Protective 
Services,  by  Issues  in  Law  and  Medicine  (June  22,  1987).  ^ 

Telephone  interview  with  Michele  Gore,  Child  Protective 
Services  Specialist,  Child  Protective  Services  (July  21,  1988). 

Family  and  Children's  Services  Manual,  ch.  IV,  A.  U 
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eral  regulation  to  be  specified  in  the  agency's 
procedures,  such  as  the  manner  in  which  CPS  will 
obtain  medical  records  and  court  orders  for  indepen- 
dent medical  evaluations,  are  included.  The  proce- 
dures provide  for  an  independent  medical  consultant 
to  be  available  for  an  investigation  of  a  medical 
neglect  report  The  procedures  state:  "Upon  receipt 
of  a  report  of  suspected  medical  neglect  of  a 
handicapped  infant  in  a  hospital  (from  the  hotline  or 
local  staii)>  the  designate  Central  OfHce  staff 
indicated  above  will  immediately  notify  one  of  the 
Eiepartment's  medical  consultants.  The  medical  con- 
sultant will  immediately  investigate  the  report."*^ 
TTie  agency  reported  that  two  specialists  from  two 
perinatal  centers  in  the  State,  one  in  the  eastern  part 
of  the  State,  the  other  in  the  west,  are  under  contract 
with  the  State  to  respond  to  the  reports.  To  avoid 
professional  conflicts,  if  a  report  is  from  the  west, 
the  specialist  from  the  east  responds  and  vice  versa 
for  a  report  from  the  east.*^ 

On  their  face,  the  Kentucky  procedures  appear  to 
comply  with  the  CAA  and  their  implementing 
regulation* 

LOUISIANA 

In  Louisiana,  the  Division  of  Children,  Youth  and 
Family  Services  of  the  Office  of  Human  Develop- 
ment in  the  Department  of  Health  and  Human 
Services  is  the  State  agency  responsible  for  enforce- 
ment of  the  Child  Abuse  Amendments  of  1984 
(CAA). 

In  response  to  a  Commission  inquiry,  the  agency 
itated  that  "the  hospitals  had  not  r^orted  any 
cases.""o 

The  State  agency's  policies  and  procedures  were 
reviewed  for  c^^mpliance  with  the  Federal  regula- 
tion that  implements  the  CAA.  Louisiana's  proce- 
dures are  contained  in  A  Statewide  Program  for  the 
Implementation  of  Procedures  for  the  Reporting  and 
Investigation  of Suspected  Instances  of  Medical  Neglect 
of  Disabled  Infants.  This  is  a  comprehensive  manual 
for  the  investigation  of  a  Baby  Doe  report  and 
appears  to  implement  much  of  HHS's  supplementary 
information  in  the  final  regulation.  The  manual 

»~  Id 

Telephone  interview  with  Betsy  Farly,  Child  Protective 
Services,  by  Issues  in  Law  and  Medicine  (June  22,  1987). 
»•  Telephone  interview  with  l^jrry  Gibson,  Bureau  Director, 
Division  of  Family,  Youth  and  Family  Services  (July  21,  1988). 
"»  Telephone  interview  with  Sue  Steib,  CPS  Specialist,  Division 
of  Children,  Youth  and  Family  Services,  by  Issues  in  Law  and 
Medicine  (June  1,  1987). 


offers  Step-by-step  investigation  directions  and  has 
appendices  wiU'  pertinent  questions  for  the  hospital 
liaison,  the  parents,  and  the  hospital's  infant  care 
review  conunittee. 

Definitions  presented  in  the  manual  fully  conform 
to  those  contained  in  the  Federal  regulation.  The 
enforcement  mechanisms  required  by  the  Federal 
regulation  to  be  specified  in  the  agency's  procedures 
are  included  in  the  manual,  including  the  manner  in 
which  the  CPS  agency  will  obtain  medical  records 
or  court  orders  for  independent  medical  evaluations. 
The  manual  provides  for  an  independent  medical 
consultant  to  pro^/ide  assistance  to  the  CPS  investi- 
gator. The  agency  reported  that  the  State  has 
contracted  with  14  physicians  across  the  State  to 
assist  in  these  cases."* 

On  their  face,  Louisiana's  procedures  appear  to 
comply  with  the  CAA  and  their  implementing 
regulation. 

MAINE 

In  Maine,  Child  Protective  Services  within  the 
Departi  ml  of  Human  Services  is  the  State  agency 
responsible  for  enforcement  of  the  Child  Abuse 
Amendments  of  1984  (CAA). 

The  agency  stated  that  it  has  received  no  reports 
of  medical  neglect  of  Infants  with  disabilities  since 
the  CAA  went  into  effect."^ 

In  developing  procedures  for  implement^.tion  of 
the  CAA,  the  agency  reported  that  it  had  consulted 
with  individuals  from  hospitals  and  medical  associa- 
tions; disability  rights  groups  were  not  consulted."' 

The  State  agency's  procedures  were  reviewed  for 
compliance  with  the  Federal  regulation  implement- 
ing the  CAA.  Enforcement  mechanisms  required  by 
the  Federal  regulation  to  be  specified  m  CPS  agency 
procedures,  such  as  the  manner  in  which  a  CPS 
agency  will  obtain  medical  records  and  court  orders 
for  independent  medical  evaluations,  arc  included. 
The  intake  procedures  include  a  definition  of  "with- 
holding of  medically  indicated  treatment,"  establish- 
ing the  standard  of  care,  that  mirrors  the  Federal 
defini'  on.  However,  there  is  no  definition  Tor  the 
term  "infant,"  meaning  that  the  protected  class  Is  not 

"*  Telephone  ir  terview  with  Phyllis  Miriam,  Child  Protection 
Program  Consultant,  Department  of  Human  Servicei  (July  27, 
1988). 

"»  Telephone  interview  with  Barbara  Churchill,  Dep.irtuent  '  f 
Human  Services,  by  Issues  in  Law  and  Medicine  (June  Id,  i987). 
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described.  This  is  a  significant  omission."*  (See 
Preface,  NOTE  E.)  The  procedures  also  direct  that, 
if  an  allegation  of  withholding  of  medically  indicat- 
ed treatment  meets  the  Federal  standard,  the  CPS 
worker  should  alert  the  central  office  program 
manager.  The  procedures  then  require: 

(2)  The  Program  Manager  to  seek  medical  consultation 
and  contact  the  designated  hospital  liasion  personnel. 

(3)  If  the  allegations  are  confirmed,  and  with  consulta- 
tion by  the  Central  Office  Program  Manager  and  the 
Assistant  Attorney  General,  the  regional  office  staff  will 
seek  a  Medical  Treatment-  Order.'" 

This  procedure  appears  to  meet  the  regulatory 
requirement  for  independent  CPS  investigation  of  a 
report  of  medical  neglect  of  an  infant  with  a 
disability*  The  agency  reported  that  an  employee  of 
the  Maine  Bureau  of  Health  is  the  designated 
medical  reviewer. However,  a  "Fact  Sheet" 
-interpreting  the  CAA  that  was  distributed  by  the 
central  agency  office  to  all  CPS  regional  program 
mianagers  in  April  1985  misstates  the  legal  responsi- 
bilities of  the  CPS.  The  fact  sheet,  developed  by  an 
organization  known  as  Action  for  Child  Protection, 
gives  general  background  information  on  legm 
requirements  of  the  CAA.  In  a  question  and  ansv-^r 
format  designed  to  instruct  a  CPS  audience,  the 
following  misstatements  of  law  are  given: 

4.  QUESTION:  What  is  required  of  CPS  in  receiving 
suspected  reports  of  medical  neglect  of  handicapped 
infants? 

ANSWER:  The  CPS  response  would  be  similar  as  in  all 
other  reports  of  medi':al  neglect.  Upon  receive, -g  a  report, 
CPS  must  first  verify,  through  consultation  with  the 
treating  physician,  review  team,  or  other  hospital  designee 

Commenting  on  a  draft  of  relevant  portions  of  the  Commis- 
sion report,  the  agency  stated: 

''infant"  is  not  defined  in  statute  or  policy  in  Maine  but  the 
defmition  in  the  policy  [enclosed]  was  the  federal  definition 
for  what  cases  require  investigation  by  the  Department  and  if 
substantiated  specify  that  court  protectioii  be  sought  for  that 
infant 

Letter  from  Sandra  S.  Hodge,  Program  Mr-'nger,  ChUd  Protec- 
tive Services,  to  William  J.  Howard,  General  Counsel,  U.S. 
Commission  on  Cival  Rights  (Oct.  12,  1938).  Although  the 
rcfersnccd  policy  includes  a  definition  of  withholding  of  medical- 
ly indica.^  treatment  that  uses  the  term  "infant,"  it  nowhere 
defines  "inTsnt" 

"»  Department  of  Human  Services  Policy  Manual,  C.  Intake 
Screening,  8.(a). 

Telephone  interview  v.ith  Sandra  Hodge,  Child  Protection 
Services  Program  Manage  \  Department  of  Human  Services,  by 
Issues  in  Law  and  Medicine  (June  15»  19^7). 
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that  adequate  nutrition,  hydration,  and  medication  is  being 
given  to  the  infant,  whether  special  medical  attention  is 
needed  to  correct  a  life-threatening  condrtion,  and  wheth- 
er !egal  intervention  is  required.*" 

This  response  misstates  the  law  by  giving  the 
hospital  that  is  being  Investigated  because  its  staff  is 
accused  of  medical,  neglect  the  task  of  informing  the 
investigator  "whether  legal  intervention  is  re- 
quired." ITie  pamphlet  goes  on  to  say: 

7.  QUESTION:  Does  CPS  have  to  get  involved  if  the 
treating  physicnin  and  the  child's  parents  are  in  agreement 
to  withhold  treatment  from  a  handicapped  infant? 

ANSWER:  New  procedures  should  provide  for  CPS  to 
utilize  medical  consultants  such  as  a  hospital  Infant  Care 
Review  Committee  to  ^'stermine  if  treatment  is  "medically 
indicated."  Again,  determination  if  treatment  is  "medically 
mdicated"  is  made  by  a  reasonably  prudent  physician  as 
defined  above.  If  the  treating  physician,  and  the  Infant 
Care  Review  Committee  or  hospital  designee  agree  that 
treatment  is  not  "medically  indicated"  CPS  does  not  need 
to  further  investigate."* 

This,  of  course,  is  contrary  to  the  dehaed  roles  of 
the  CPS  and  the  infant  care  review  committee  set 
forth  in  the  Federal  regulation.  The  determination 
whether  treatment  is  medically  indicated  is  a  CPS 
decision,  not  to  be  abdicated  to  a  review  committee 
at  the  hospital  being  investigated.  (See  Preface, 
NOTE  A.)"» 

Apart  from  thek  failure  to  define  the  protected 
class,  on  their  face  the  Maine  procedures  appear  to 
comply  vAih  the  CAA  and  their  implementing 
regulation.  However,  the  distribution  of  the  Action 
for  Child  Protection  Fact  Sheet  raises  significant 
questions  about  whether  Maine  CPS  workers  have 
erroneously  been  led  to  believv  that  they  should 

Action  for  Child  Protection  Fact  Sheet,  NEW  REQUIRE- 
MENTS FOR  CPS  AGENCIES,  Regarding  Cases  Involving  the 
Withholding  of  Treatment  From  Disabled  Infants  with  Lifc- 
Thre£>tening  Conditions,  question  4. 
"*  Id,  question  7. 

"»  In  a  letter  dated  Oct  12,  1988,  the  agency  responded  to  a 
preliminary  draft  of  relevant  portions  of  the  Commission  report. 
The  Child  Protective  Services  program  manager,  without  making 
reference  to  the  Fact  Sheet,  submitted  the  intake  policy,  also 
quoted  above,  to  demonstrate  that  the  agency  makes  the  decision 
on  the  question  of  medical  neglect.  She  wrote  that: 

The  material  related  to  medical  treatment  clearly  gives  the 
decision  making  about  whether  a  case  meets  the  "Baby  Doe" 
criteria  lo  the  Department  not  a  hospital.  Tlie  medical 
consultant  is  an  employee  of  the  Department.  Inis  section 
also  directs  that  specific  court  action  be  taken  by  Department 
staiT  to  protect  f'^  infant 
Letter  from  Sandra  S.  Hodge,  Program  Manager,  Child  Protec- 
tive Services,  to  William  J.  Howard,  General  Counsel,  US. 
CoT?missie£?  on  Civil  Rights  (Oct  12,  1988). 
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unoritically  defer  to  the  conclusions  of  hospital 
inifant  care  review  cooimittees. 

MARYLAND 

In  Maryland,  the  Child  Protective  Services  Unit 
of  the  Social  Sen^c^  Administration  within  the 
Department  of  Human  Resources  is  the  State  agency 
responsible  for  compliance  with  and  enforcement  of 
the  Child  Abuse  Amendments  of  1984  (CAA). 

The  agency  stated  that  it  had  received  only  one 
report  of  withholding  medically  indicated  treafynent 
since  the  regulation  went  into  effect.  This  report, 
oct^irring  in  1986,  concerned  an  infant  with  anence- 
phaly  who  was  given  proper  care  according  to  the 
investigation.  The  child  died  a  week  after  his 
birth.**> 

The  agency's  investigation  procedures  for  a  medi- 
cal neglect  report  were  reviewed  for  compliance 
with  the  Federal  regulations  that  implement  the 
CAA.  The  ''procedures  were  developed  in  consulta- 
tion with  the  Maryland  Hospital  Association,  the 
Fetus  and  Newborn  Coramittee  of  the  Maryland 
Academy  of  Pediatrics,  and  the  Medical-Chirurgical 
Faculty  of  Maryland.**"*  No  disability  rights  groups 
were  listed  as  being  consulted. 

Enforcement  mechanisms  required  by  the  Federal 
regulation  to  be  specified  in  CPS  agency  procedures, 
such  as  the  manner  in  which  a  CPS  agency  will 
obtain  medical  records  and  a  court  order  for 
independent  medical  evaluation,  are  set  forth.  In 
both  the  "preliminary*'  aiid  "further  vestigation" 
procedure  provisions,  social  workers  are  instructed 
that  "Pit  may  be  necessary  to  petition  the  court  In 
order  to  gam  access  to  the  child's  medical  records  or 
to  conduct  or  to  obtain  an  on-Site  investigation  or  to 
obtain  an  independent  medical  examination."*^ 
CPS  worl^ers  are  further  instructed  to  "[cjontact  the 
agency  attorney  so  that  compliance  with  the  appli- 
cable laws  may  be  determmed."*"  These  provisions 
appear  to  satis^  the  Federal  requirement  that  the 
State  agency  specify  in  its  procedures  the  manner  in 
which  it  will  obtain  access  to  medical  records 
and/or  other  information  and  "a  court  order  for  an 
independent  medical  examination  of  the  infant.**"* 

>*■  Telephone  inierview  with  Oiscle  Meek,  Policy  Specialist, 
Social  Services  Administration  (Aug.  12,  1988), 

Memorandum  from  Frank  Farrow»  Executive  Director, 
Maryland  Department  of  Humao  Resources,  to  Chief  Executive 
Olficers,  Maryland  Acute-Care  Hospitals  2  (Oct  4,  1985) 
(available  &  files  of  U.S.  Commission  on  Civil  Right). 
»«  Social  Services  Administration  Procedures  Manual,  Special 
Procedures,  Policy  .03.  Procedure  .01,  para,  5,  at  175. 


The  procedures  establish  a  method  for  an  indepen- 
dent medical  examination  of  a  child: 

Upon  conclusion  of  the  preUminary  Inquiry,  the  worker 
will  consult  with  a  medical  expert  specializing  in  the  type 
of  medical  problem  or  disabling  condition  identified  in  the 
herith  care  prov^er's  preliminary  report.  The  expert  will 
assist  the  local  department  in  understanding  the  medical 
reports  and  technical  issues  involved  in  determining 
whether  medically  indicated  treatment  is  being  with- 

The  procedures  provide  that  when  further  inquiry 
is  needed: 

If  it  is  not  possible  to  determine  from  the  preUminary 
inquiry  and  technical  review  whether  medical  neglect  is 
"confirmed''  or  "ruled  out"  Ji  the  reported  instance,  the 
worker  shall  iaitiate  further  investigation,  wiih  the  assis- 
tance of  medieval  experts,  into  the  circumstances  of  the 
case,  in  order  to  come  to  a  determination  of  what  further 
action,  if  any,  is  needed.*** 

The  procedures  include  an  accurate  definition  for 
"withholding  of  medically  indicated  treatment*' 
However,  there  is  no  definition  of  the  term  "infant.** 
In  a  letter  dated  September  28, 1988,  commenting  on 
a  preliminary  draft  of  relevant  portions  of  this 
report,  the  program  manager  acknowledged  the 
omission.  Howe  er,  he  stated  that  under  Maryland 
law  protective  services  are  provided  *tc  any  indi- 
vidual under  the  age  of  18  years."  With  the  impor- 
tant exception  of  their  failure  to  define  "infant,**  the 
Maryland  procedures  cppear  on  their  face  lo  comply 
with  the  requirements  of  the  amendments  and  their 
implementing  regulation.**^ 

However,  as  Preface  NOTE  S  explains  in  detail, 
the  standard  of  care  the  Child  Abi'-  Amendments 
require  for  "disabled  infants  with  threatening 
conditions**  is  far  .more  precise  and  detailed  than  the 
general  language  applicable  to  all  minors.  The 
failure  to  define  "infant,"  so  as  to  describe  accurate- 
ly the  class  of  children  protected,  is  a  significant 
failing. 

The  agency*s  procedure^  appear  on  their  face  to 
be  an  approach  to  enforcement  that  is  objective  and 
adequate.  They  would  be  improved  if  the  term 

Id 

45  CER.  §1340.J5(cX4Xii)  (1987). 
*»  Id.  Procedure  .02  at  176. 
»»•  Id.  Procedure  .05  at  176. 

Letter  from  Laura  Skaff.  D.P.A.  to  William  J.  Howard, 
General  Counsel,  U.S.  Commission  on  Civil  Fights  (Sept.  28, 
1988). 
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"infani**  were  added  to  the  procedure  to  lend  clarity 
to  enforcemetii. 

MASSACHUSETTS 

The  Massachusetts  Department  of  Social  Services 
is  the  State  agency  responsible  for  enforcement  of 
the  Child  Ahus^  Amendments  of  1984  (CAA). 

The  agency  stated  that  it  had  received  no  reports 
of  medical  neglect  of  handicapped  infants  r  '^Ji  life- 
threatening  conditioiiS  since  the  regulation  went  into 
effect.*** 

In  developing  proo'^dures  for  implementation  of 
the  CAA,  the  agency  reported  that  it  consulted  with 
the  New  England  Medical  Center,  the  Federation 
for  Children  with  Special  Needs,  the  Developmental 
Disabilities  Council,  and  a  panel  of  20  to  30  persons 
that  included  an  ethicist  from  Boston  City  Hospital, 
attorneys,  p  -biic  health  officials,  neonatologists,  and 
pediatricians.*^ 

Agency  procedures  were  reviewed  for  compli- 
ance with  the  Federal  regulation  implementing  the 
CAA.  All  definitions  of  terms  mirror  the  Federal 
standards.  The  procedures  state  that  "[i]f  necessary, 
a  DSS  attorney  initiates  appropriate  court  ac^'on  to 
gain  access  to  the  hospital,  medical  inform  .on  or 
medical  examination  of  the  reported  infant.""® 
ITiese  provisions  would  appear  to  satisfy,  if  in  a 
somewhat  cursory  fashion,  the  Fedeim  regulatory 
requirement  of  the  CAA  regulation  that  the  State 
agency  specify  in  its  pi  ^cedures  the  manner  in 
which  it  will  obtain  access  to  medical  records  and 
court  orders  for  independent  medical  examinations. 

If  there  is  a  weakness  in  this  policy,  it  is  the  fact 
that  notwithstanding  the  instruction  to  the  DSS 
attorney  to  "gain  access.  .  .to  an  independent  medi- 
cal examination,**  there  is  little  in  the  procedure  that 
indicates  that  there  is  an  independent  third  party 
medical  examiner  to  assist  the  CPS.  The  procedures 
appear  to  instruct  the  CPS  worker  to  rely  on  the 
medical  information  received  from  the  hospital 
against  which  the  complaint  was  loc 

After  obtaining  the  sigiied  cor>Rent  of  the  infant's  parents, 
the  investigator  determines  from  a  review  of  the  infant's 
medical  record  and  an  interview  with  the  hospital  repre- 
sentatve  the  nature  of  the  child's  medical  record  and  an 
interview  with  the  hospital  representative  the  nature  of  the 


**•  Telephone  interview  with  Jane  Waldfogel,  Case  Practice 
Specialist,  Office  of  Professional  Services,  Department  of  Social 
Services,  by  Commission  staff  (July  22,  1988). 

Telephone  interview  with  Judith  Riley,  Department  of  Social 
Services,  by  Issues  in  Law  and  Medicine  (July  13,  1987). 
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child's  medical  condit:Oii(s);  the  proposed  treatment;  how 
the  infant's  course  of  treatment  was  selected;  if  alternative 
treatment  options  were  considered;  if  physicians  other 
than  the  primary  physician  participated  in  the  formulation 
of  the  treatment  plan  and/or  second  opinions  from  other 
specialists  were  oltained;  if  there  was  consensus  among, 
the  treatment  providers  (nurses,  physicians,  etc.)  with 
regard  (O  the  appropriateness  of  the  treatment;  and  if  the 
treatment  decisions  were  '•cvicwed  by  a  hospital  Infant 
Care  Review  Committee  o  comparable  review  body."* 

"Mediciil  consultation*'  is  not  obtained  until  the 
investigation  has  bf  ^n  completed,"'  and  no  refer- 
ence is  made  to  an  outside  medical  reviewer.  The 
CPS  worker  appears  to  be  alone  in  determining 
whether  the  medical  establishment  is  providing 
appropriate  treatment.  The  effectiveness  of  any 
investigation  to  discover  if  treatment  is  medically 
correct  would  be  substantially  improved  were  the 
agency  to  specify  in  its  procedures  the  use  of  an 
independent  third-party  medical  consultant,  selected 
with  the  benefit  of  advice  from  disability  groups,  at 
an  early  enough  stage  to  assist  the  CPS  worker  in 
investigating  all  nonfrivolous  cases. 

The  procedures  developed  by  this  agency  are  in 
compliance  with  the  Federal  regulatory  standards, 
although  use  of  independent  third-party  medical 
personnel  to  assist  the  CPS  in  the  determination  of 
medically  indicated  treatment  would  substantially 
unprove  the  ability  of  the  CPS  to  make  a  truly 
independent  determination  on  whether  treatment 
being  provided  to  the  subject  of  a  report  is  in  fact  in 
compliance  with  the  standards  of  the  CAA. 

MICHIGAN 

In  Michigan,  the  Office  of  Children  and  Youth 
Services  within  the  Department  of  Social  Services  is 
the  State  agency  responsible  for  compliance  with  the 
Child  Abdse  Amendments  of  1984  (CAA). 

The  agency  stated  in  1987  that: 

To  date,  Michigan  has  had  only  one  report  whtn  medical- 
ly indicated  treatment  was  withheld  from  a  disabled  infant 
with  a  life-threatening  condition.  In  this  report,  the 
parents  at  first,  did  not  consent  to  the  recommended 
medical  *  :atment.  Prior  to  initiating  court  action,  how- 
ever, they  consented  for  their  child  to  t)e  treated.^" 

Somewhat  surprisingly,  the  agency  responded  to  a 
followup  inquiry  that  "the  information  'system  thr.t 

DSS  Policy  No.  86-010  at  4,  para.  7. 
Id  at  3,  para,  4. 
Id,  para,  5. 

Letter  from  Uura  Daniel,  Program  Consultant,  Department 
of  Social  Services,  to  Issues  in  Law  and  Medicine  (Apr.  22,  1987). 


263 


we  have  does  not  factor  out  these  types  of  cases. 
These  cases  are  only  classified  as  medical  ne- 
^cct"*" 

in  developing  procedures  for  the  implementation 
of  the  CAA,  the  agency  reported  that  ••[m]edical 
organfjcations  and  disability,  rights  groups  were 
involved  in  developing  this  policy.""* 

Agency  procedures  were  reviewed  for  ccmpli* 
ance  with  the  Federal  regulation  that  implement  the 
CAA»  Definitions  of-terms  stated  in  the  procedures 
mirror  the  Federal  :;t<indardSy  and  the  procedures 
contain  instructions  for  the  CPS  worker  to  petition  a 
court  for  orders  for  review  of  medical  records  and 
independent  medical  evaluations,  in  accord  witii 
Federal  requLoinents. 

However,  investigations  are  to  be  pursued  only 
when  a  report  alleges  a  parental  refusal  to  consent  to 
treatment  for  their  child*  When  a  parent  or  anony- 
mous source  reports  to  the  agency  that  a  hospital  is 
withholding  medically  indicated  treatment  from  an 
infant  with  ^  disability,  the  procedures  expressly 
prohibit  CPS  involvement  The  procedures  state: 

CPS  is  responsible  for  responding  to  reports  that  parents 
are  neglecting  their  child's  health  and  welfare  by  with- 
holding medically  indicated  treatment.  .  .  .Repom  from 
parents  or  others  that  the  hospital  or  health  care  provider  is 
neglecting.  .  .provide  proper  or  suitable  ca^^for  the  infant  is 
outside  the  scope  and  responsibility  of  CfS  and  are  not 
appropriate  referrals  for  CPS  investigation.  Existing  proce- 
dures including  medical  review  committees  within  the 
health  care  facility  are  to  be  used  for  addressing  such 
concerns.*** 

The  Federal  regulations  clearly  require  that  upon 
receiving  a  report  the  State's  CPS  system  must  make 
the  determination  whether  treatment  is  medically 
indicated  under  the  CAA.  This  self-imposed  limita- 
tion on  CPS  investigations  is  inconsistent  with  the 
respective  roles  and  responsibilities  of  rhe  CPS  and 
the  infant  care  review  co  -mittee,  as  cet  forth  in  the 
Federal  regi^ations.  (See  Preface,  NOTE  A.)  Ihese 
procedures  explicitly  abdicate  to  the  hospital  the 
agency's  responsibilities  under  Federal  law  lo  inves- 
tigate and^  enforce  the  CAA. 

The  foregoing  language  allows  the  hospital  that 
has  had  a  complaint  lodged  against  it  to  review  the 
case,  pr  to  serve  as  the  equivalent  of  an  independent 

I'eiephonc  interview  with  Henry  Hofstra,  Program  Consul- 
tant, Department  of  Social  Services  (July  25,  1988). 
»*»  Letter  from  Laura  Daniel,  Program  Consultant,  Department 
of  Social  Servias,  to  Issues  in  Law  and  Medicine  (Apr.  22,  1987). 

Michigan  Department  of  Social  Services,  Children  and  Youth 
Services  Manual  (1986)  (emphasis  added). 
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medical  examiner.  Because  of  the  obvious  conflicts 
of  interest  between  the  ICRC  members  duty  to  the 
hospital,  the  child,  and  the  parents^  this  runs  counter 
to  the  requirements  of  the  CAA  that  the  CPS 
agency  serve  as  the  independent  investigating  au- 
thority to  ensure  that  the  Federal  standard  of  care  is 
provided  to  the  infant  with  a  disability. 

Commenting  on  a  draft  of  relevant  portions  of  the 
Commission's  report,  the  agency  argued  that  the 
parents  are  legal  guardians  of  the  child  and  are  thus 
the  decisionmakers  responsible  for  the  child's  health 
and  welfare;  if  the  parents  act  responsibly,  there  is 
no  basis  for  involvement  of  the  CPS  agency. 

The  agency  stated: 

Based  on  the  preceding  discussion  that  parents  are  the 
decision  makers  concerning  the  care  and  treatment  for 
their  disabled  infant,  CPS  involvement  is  appropriate 
when  parents  are  alleged  to  be  neglecting  their  infant's 
care.  An  entity  which  is  not  the  decision  maker  or 
responsible  for  the  child's  care  is  not  appropriate  for  CPS 
involvement."^ 

Whatever  may  be  the  case  with  regard  to  other 
forms  of  child  abuse  and  neglect,  however.  Federal 
law  requires  that  State  agencies  receiving  Federal 
funds  do  what  is  necessary  to  prevent  illegal  denial 
of  treatment  to  children  with  disabilities.  The  statute 
provides  that  to  qualify  for  Federal  funding,  a  CPS 
agency  must  possess: 

authority,  under  State  law,  for  the  State  child  protective 
service  system  to  pursue  any  legal  remedies,  including  the 
authority  to  initiate  legal  proceedings  in  a  court  of 
competent  jurisdiction,  as  may  be  necessary  to  prevent  the 
withholding  of  medically  indicated  treatment  from  dis- 
abled infants  with  life-threatening  conditions.*" 

This  language  encompasses  circumstances  in 
which  medical  providers,  as  well  as  parents,  are 
withholding  legally  mandated  treatment. 

The  agency's  response  goes  on  to  state  that 
••wher:  it  is  alleged  there  is  collusion  between  the 
parents  and  the  medical  care  provider  to  neglect  a 
child's  health  or  welfare,  CPS  involvement  is  appro- 
priate." Although  the  agency  may  assert  that  it 
investigates  reports  of  this  nature,  there  is  no 
mdication  of  this  category,  although  it  is  the  typical 

Letter  from  C.  Patrick  Babcock,  Director,  Michigan  Depart- 
ment of  Social  Services,  to  William  J.  Howard,  General  Counsel, 
U.S.  Commission  on  Civil  Rights  (Oct.  10,  1988)  (emphasis  m 
original). 

42  U.S.C.A.  §5103(2XkXiii)  (West  Supp.  1988). 
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deaial  of  treatment  situation  the  CAA  was  enacted 
to  address. 

Michigan  should  obtam  an  independent  medical 
consultant,  not  affiliated  with  the  hospital,  to  assist 
the  CPS  in  the  invesvigation  of  a  report  of  withhold- 
ing of  medically  indicated  treatment  to  a  handi- 
capped infant  (see  Preface,  NOTES  A  and  B). 

Michigan  presents  a  case  of  a  State  CPS  agency 
that  has  wrongfully  Relegated  to  the  hospital  ICRCs 
the  legal  question  of  whether  there  is  a  withholding 
of  medically  indicated  treatment.  In  so  doing,  the 
agency  has  distorted  the  CAA's  intent  to  create  a 
strong  enforcement  mechanism  for  the  treatment  of 
disabled  children. 

Michigan  operates  on  the  premise,  stated  in  its 
procedures,  that  "[m]ost  reports  of  medical  neglect 
involving  the  withholding  of  medically  indicated 
treatment  from  infants  with  life-threatening  condi- 
tions by  parents  will  originate  from  a  health  care 
provider  or  hospital.  It  is  logically  in  the  best 
position,  with  its  medical  expertise  to  know  what  is 
medically  indicated  and  necessary  treatment.**"* 

Accordingly,  its  investigative  procedures  provide 
for  heavy  reliance  on  the  hospital's  position  on 
whether  treatment  should  be  provided.**®  Only 
when  "there  remains  some  doubt  or  uncertainty 
regarding  the  hospital's  recommendation^,  the  par- 
ent's refusal  to  authorize  medically  indicated  treat- 
ment, or  there  is  a  need  for  additional  documenta- 
tion to  arrive  at  a  conclusion"  do  the  procedures 
provide  for  possible  consultation  with  a  "medical 
consultant.""* 

Throughout  the  cmcial  decisionmaking  in  most 
investigations,  therefore,  the  medically  untrained 
CPS  worker  appears  to  be  alone  in  determining 
whether  the  health  care  facility  is  providing  appro- 
priate treatment,  relying  solely  on  medical  informa- 
tion and  analysis  by  personnel  at  that  facility. 

This  approach  fundamentally  misconceives  the 
nature  of  the  problem  the  CAA  were  enacted  to 


"*  Michigan  Department  of  Social  Services,  Children  and  Youth 
Services  Manual  47  (1986).  If  a  report  comes  "from  someone 
other  than  a  health  care  provider  or  hospital/'  it  is  to  ^e 
investigated  only  if  there  is  "reasonable  cause  to  believe"  the 
report: 

Reasonable  cause  to  believe  is  defmed  as:  what  reasonable 
people,  in  similar  circumstancesi  would  conclude  f'om  such 
things  as  the  nature  of  the  condition  of  the  child,  health  care 
professional  statements,  and  information  that  the  parents 
have  refused  to  consent  to  recommended  treatment. 
Id.  at  53. 

IcL  at  47-49;  see  also  id,  av  53  (even  when  report  is  received 
from  someone  other  than  a  health  care  provider,  if  an  investiga- 

,  256 


confront.  As  chapter  2  of  this  report  suggests,  in 
many  cases  in  which  parents  nominally  agree  to 
deny  treatment,  they  have  been  heavily  influenced 
by  the  infomiation  and  advice  of  the  health  care 
providers.  Michigan's  reliance  on  those  same  pro- 
viders as  the  primary  source  for  assessment  of 
whether  legally  mandated  medically  ir^dicated  ireat- 
ment  is  being  withheld  is  not  likely  to  result  in 
fulfilling  the  statutory  mandate  to  ensure  that  such 
treatment  is  provided. 

The  effectiveness  of  Michigan's  in^'estigations 
would  be  significantly  improved  were  the  agency  to 
specify  procedures  for  the  use  of  an  independent 
third-party  medical  consultant,  <ielected  with  the 
benefit  of  ar^vice  from  disability  rights  groups,  to 
assist  the  C  S  worker  in  all  nonfrivolous  case?. 

Although  Michigan's  definitions  of  the  standard  of 
care  and  class  protected,  as  well  as  its  provisions  for 
access  to  medical  records  and  for  a  court  order  to 
secure  an  independent  medical  examination,  appear 
on  their  face  to  be  in  technical  compliance  with  the 
CAA  and  their  implementing  regulation,  Michigan's 
failure  to  provide  for  independent  investigations  and 
its  unwarranted  apparent  deference  to  health  care 
providers  raise  serious  questions  concerning  its 
substantial  compliance. 

MINNESOTA 

In  Minnesota,  ♦'..e  Child  Protection  Program  in 
the  Departme'^ .  of  Human  Services  is  the  State 
agency  resr  asible  for  enforcement  of  the  Child 
Abuse  A"  ^ndments  of  1984  (CAA). 

The  agency  reported  that  it  H^u  not  "had  any 
reports  of  withholding  of  medically  indicated  treat- 
ment from  disabled  infants  since  the  amendments  to 
the  national  child  abuse  act  came  into  effect."*"  In 
response  to  a  followup  inquiry  by  the  Commission, 
the  agency  confirmed  that  it  had  not  received  any 
reports."' 


tion  is  warranted,  it  Is  to  be  conducted  "under  the  steps 
indicated.  .  .for  responding  to  a  report  received  from  a  health 
care  provider  or  hospital"). 

Id,  at  50.  Even  then,  the  consultant  is  part  on  a  par  with 
internal  hospital  sources;  under  the  described  circumstances, 
"there  should  be  further  consultation  with  ICRC,  other  review 
committee  or  medical  consultant,  if  available." 

Letter  from  John  Langworthy,  Child  Protection  Specialist, 
Departi  xent  of  Human  Services,  to  Issues  in  Law  and  Medicine 
(Apr.  3,  1987). 

Telephone  interview  with  "ara  McNeely,  Child  Protection 
Program  Advisor,  Department  of  Human  Services  (Aug.  3,  1988). 
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The  agency  reported  that  it  developed  its  proce- 
dures by  contracting  with  the  Minnesota  Hospital 
Association  to  formulate  them.  There  is  no  indica- 
tion that  disability  groups,  were  consulted."*  The 
result  was  a  publication  entitled  Guidelines  for 
Responding  to  a  Report  of  Suspected  Medical  Neglect 
of  a  Hospitalized  Disabled  Infant  with  a  Life-Threaten- 
ing Condition.  The  publication  states  that  the  guide- 
lines were  developed  for  the  Minnesota  Department 
of  Human  Services  under  a  grant  from  HHS  and 
were  prepared  by  Ihe  Technical  Advisory  Commit- 
tee to  the  Minnesota  Baby  Doe  Implementation 
Project,  Minnesota  Hospital  Education,  Research 
Trust  Fund,  and  the  Minnesota  Hospital  Associa- 
tion. 

The  guidelines  were  reviewed  for  compliance 
with  the  Federal  regulation  implementing  the  CAA. 
The  manual  offers  step-by-step  investigation  direc- 
tions and  has  appendices  that  instruct  the  CPS  on 
developing  information  on  the  case  and  how  to 
come  to  a  conclusion  whether  treatment  Is  **medical- 
ly  indicated." 

.The  enforcement  mechanisms  required  by  the 
Federal  regulation  to  be  specified  in  the  agency's 
procedures  are  present  in  the  manual.  These  include 
the  'Tianner  in  which  CPS  will  obtain  medical 
records  and  court  orders  for  independent  medical 
examinations.  The  manyai  provides  for  an  indepen- 
dent medical  coasultant  to  be  avaiL  He  to  provide 
assistance  to  the  CPS  worker  at  each  phase  of  the 
investigation.  The  standard  of  care  defined  in  the 
manual  conforms  to  the  Federal  regulation. 

However,  its  definition  of  "infant**  is  limited  to 
those  under  1  year  of  age,  an  underinclusive  defini- 
tion of  the  protected  class.***  In  a  letter  dated 
September  30,  1988,  the  acting  supervisor  of  Child 
Protective  Services  addressed  this  shortcoming  in 
responding  to  a  draft  of  relevant  portions  of  the 
Conmiission  report.  The  acting  supervisor  argued 
that  other  provisions  protect  older  children  against 
medical  neglect.  This  position  fails  lo  recognize  that 
the  general  standards  concerning  medical  neglect 
for  ail  children  are  dramatic  Ily  less  detailed  and 
precise  than  those  the  CAA  makes  applicable 

Minnesota  Rules,  part  9560.0218,  subpart  1  (1988);  Minnesota 
Department  of  Human  Services,  Social  Services  Manual 
XVI-4120.5  (1987);  Guidelines  for  Rciponding  to  a  Report  of 
Suspected  Medical  Neglect  of  a  Hospitalized  Disabled  Infant 
with  Life-Threatening  Condition  (1986). 


"disabled  iafants  with  life-threatening  conditions 
(see  iTeface,  NOTE  E). 

Apart  from  their  underinclusive  definition  of  the 
protected  class,  which  is  a  significant  failing,  the 
Minnesota  procedures  appear  to  comply  with  the 
CAA  and  their  implementing  regulation. 

MISSISSIPPI 

In  Mississipr*  the  Protection  Department  within 
the  Departmenc  of  Public  Welfare  is  the  agency 
responsible  for  enforcement  of  the  Child  Abuse 
Amendments  of  1984  (CAA). 

agency  stated  that  it  had  not  received  any 
feports  of  possible  withholding  of  medically  indicat- 
ed treatment  from  infants  with  disabilities  who  had 
life-threatening  conditions."* 

In  developing  procedures  for  the  implementation 
of  the  CAA,  the  agency  reported  it  had  consulted 
the  University  of  Mississippi  Hospital,  Mississippi 
Medical  Association,  and  the  Mississippi  Hospital 
Association.  There  is  no  indication  that  disability 
rights  groups  were  consulted."^ 

Agency  procedures  were  reviewed  for  compli- 
ance with  the  Federal  regulation  that  implements 
the  CAA..  The  procedures  are  limited  to  one  page 
and  lack  provisions  that  are  required  by  Federal  law 
for  agency  compliance.  The  substance  of  the  current 
policy  can  be  described  as  nothing  more  than 
instructions  on  what  persons  to  interview  and  where 
to  send  the  report  regarding  disposition  of  the  case. 
Although  the  198S  manual  adequately  met  the 
requirements  of  the  CAA,  the  1988  Child  Protective 
Services  manual  does  not. 

The  current  procedures  fail  to  define  the  required 
standard  of  care  (see  Preface,  NOTE  F)  or  to 
describe  the  class  to  be  protected  by  it  (see  Preface, 
NOTE  E).  Contrary  to  Federal  regulatory  require- 
ments, they  do  not  specify  in  writing  either  the 
manner  in  which  the  agency  will  obtain  access  to 
medical  records  or  the  manner  in  which  it  will 
obtain  court  orders  for  independent  medical  exami- 
nations. 

Furthermore,  the  procedures  appear  to  instruct 
the  CPS  worker  to  rely  on  the  medical  information 
received  from  the  hospital  against  which  the  com- 

Letter  from  Melzana  Fuller,  Programs  Manager,  Child 
Protection  Services  Unit  (Aug.  19,  1988). 

Letter  from  Melzana  Fuller,  Programs  Manager,  Child 
Protection  Services  Unit,  to  Issues  in  Law  and  Meaicine  (Apr.  6, 
1987). 
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plaint  was  lodged;  they  make  no  provision  for  an 
independent  assessment  by  a  medical  consultant: 

b.  Reports  rcctiycd  m  county  are  reported  immediately,  to 
the  Area  Social  Work  Supervisor  who  will  investigate. 

c.  Area  Social  Work  Supervisor  is  to: 

1)  Notify  immediately  the  designated  contact  health 
care  facility  and  Child  Protective  Services  Unit 

2)  Interview  at  health  care  facility; 

a)  Designated  contact  person 

b)  Family 

c)  Others  mvolvcd  with  the  infant»" 

Upon  inquiry,  the  agency  reported  that  it  would 
not  have  a  "child  specialist."  Instead,  the  agency 
indicated  that  :t  uses  a  socia  wrker  from  the  child 
protective  staff  and,  if  necessary,  consults  with 
physicians."' 

Mississippi's  procedures  appear  to  be  ad  hoc  and 
incomplete.  In  every  significant  respect,  they  fail  to 
comply  with  the  requirements  of  the  CAA  and  its 
implementing  re/^lation. 

MISSOURI 

Missouri  Children's  Services  in  tu  ?  Department  of 
Social  Services  is  the  State  agency  responsible  for 
enforcenient  of  the  Child  Abuse  Amendments  of 
1984  (CAA). 

In  1987  the  agency  stated,  "We  have  not  received 
any  reports  of  possible  wit^^holding  of  medically 
indicated  treatment  from  disabled  infants  with  life 
threatening  conditions."*"*  In  response  to  a  follow- 
up  inquiry  by  the  Commission,  ihet  agency  stated 
that  it  was  not  aware  of  any  such  cases  reported  to  it 
in  the  past  year."* 

In  developing  procedures  to  implement  the  CAA, 
the  agency  reported  that  it  used  material  from  the 
American  Bar  Association  and  discussed  the  proce- 
dures "with  the  Missouri  Hospital  Association  and 
physicians  associated  wi^  the  Division  of  Medical 
Services— the  State  Medicaid  agency."*"  The 

**•  Child  Protective  Services  Procedure  For  Service  Activity, 
vol.  IV,  sec.  B  at  2014  (1988). 

Telephone  interview  with  Melzana  Fuller,  Programs  Manag- 
er, Child  Protection  Services  Unit,  by  Issues  in  Law  and  Medicine 
(June  1,  \9%7). 

Letter  from  Melody  Emmert,  Deputy  Director,  Children's 
Services,  to  Issues  in  Law  and  Medicine  (Apr.  8,  198^. 
»»  Telephone  interview  with  Fred  Procbsting,  Program  Devel- 
opment Specialist,  Children's  Services  (July  25,  1988). 
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agency  gave  no  indication  that  disability  groups 
were  consulted. 

Agency  procedures  were  reviewed  for  compli- 
ance with  the  Federal  regulations  that  implement 
the  CAA.  The  agency's  procedures  contained  a 
definition  for  "withholding  of  medically  indicated 
treatment"  that  fully  conforms  with  the  Federal 
standard. 

A  deficiency  in  the  policy  is  that  there  is  no 
definition  for  the  term  "infant,"  leaving  the  class 
protected  by  the  standard  of  cure  unclear.  In 
response  to  this  criticism,  the  agency  argued  that 
because  the  State  statute  defines  "child"  in  its 
medical  neglect  statute  as  one  under  18  years  of  age, 
and  it  will  investigate  any  report  of  medical  neglect 
against  a  child,  it,  therefore,  need  not  be  more 
specific  m  its  procedures."^  This  argument  fails  to 
recognize  the  necessity  of  applying  ^the  more  de- 
tailed standards  of  the  CAA  to  the  class  of  "disabled 
infants."  (See  Preface,  NOTE  E.) 

The  procedures  specify  the  manner  in  which  the 
CPS  agency  will  obtain  medical  records  and  court 
orders  for  independent  medical  evaluations  as  re- 
quired by  Federal  regulation.  The  manual  provides 
for  an  independent  medical  a  ultant  to  be  avail- 
able from  "the  Division  of  Medical  Services  or  ofher 
independent  doctors  to  determine  if  appropriate 
medical  and  nutritional  services  are  being  provid- 
ed."*" 

Despite  its  statement  that  there  will  be  an  indepen- 
dent agency  medical  evaluation  available,  there  is 
evidence  that  the  agency  assigns  a  substantial 
amount  of  its  investigative  and  decisionmaking 
authority  to  a  hospital's  infant  care  review  commit- 
tee (ICRC).  The  policy  states: 

In  the  event  of  the  following  circumstances  the  CSW 
(Child  Services  Worker)  or  other  appropriate  DPS  per- 
sonnel should  inform  the  parent  that  a  recommendation 
will  be  made  to  the  Juvenile  Court  to  secure  a  court  order 
for  an  independent  medical  examination. 


When  the  parent(s)  of  the  infant  does  not  consent  to 
review  of  the  infant's  treatment; 

Letter  from  Melody  Emmert,  Deputy  Director,  Children's 
Services,  to  Issues  in  Law  and  Medicine  (Apr.  8,  1987). 

Utter  from  Melody  A.  Emment,  Deputy  Director,  Missouri 
Children's  Services,  to  William  J.  Howard,  General  Counsel,  U.S. 
Commission  on  Civil  Rights  (Oct.  7,  1988). 

Children's  Section  Special  Child  Abuse/Neglect  Investiga- 
tion Procedure:  Paby  Doe,  No.  A-7,  para.  7. 
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When  the  attending  physician  an(?/or  parents  does  not 
agree  with  the  recommendation  of  ike  Review  Committee: 

When  there  is  no  Review  Committee  and  the  parent(s) 
does  not  consent  to  a  consultation  and/or  individual 
medical  examination.'^' 

At  least  in  some  circumstances,  the  foregoing  lan- 
guage allows  the  hospital  that  has  had  a  complaint 
lodged  against  it  to  review  the  case,  or  to  serve  as 
the  equivalent  of  an  independent  medical  examiner. 

In  a  letter  commenting  on  a  draft  of  relevant 
portions  of  the  Commission  report,  the  deputy 
director  of  Children's  Services  wrote,  "Our  policy 
clearly  allows  for  our  staff  to  request  a  court  order 
in  any  situation  where  they  believe  an  independent 
examination  is  required.  Item  I  above  refers  to 
consent  for  any  review,  not  only  the  Infant  Care 
Review  Committee.""*  Although,  given  this  clarifi- 
cation, it  appears  that  the  agency  retains  indepen- 
dent authority  to  initiate  a  medical  examination,  it 
remains  the  case  that,  at  least  in  some  circumstances, 
Missouri  appears  to  regard  a  committee  ^f  the 
hospital  against  whose  staff  the  complaint  has  been 
lodged  as  a  legitimate  re/iew  board.  (See  Preface, 
NOTE  B.) 

Because  of  its  failure  to  define  adequately  the  class 
protected  by  the  standard  of  care,  and  what  appears, 
in  at  least  some  circumstances,  to  be  its  improper 
deference  to  hospital  infant  care  review  committees, 
Missouri  is  out  of  compliance  with  the  CAA  and 
their  implementing  regulation  in  significant  respects. 

MONTANA 

In  Montana,  the  Department  of  Family  Services 
in  the  Department  of  Social  Services  is  the  State 
agency  responsible  for  enforcement  of  the  Child 
Abuse  Amendments  of  1984  (CAA). 

The  agency  stated  that  it  had  not  received  any 
reports  of  medical  neglect  of  infants  with  disabilities 
since  the  regulation  went  into  effect.*" 

In  response  to  an  inquiry  about  the  participation 
of  outside  groups  in  the  development  of  procedures 
to  implement  the  CAA,  the  agency  reported  they 
were  created  by  agency  staff  in  a  wholly  internal 
process."* 

Id,  panu  8  (emphasis  added). 
»*•  Letter  from  Melody  A.  Emmert,  Deputy  Director,  Missouri 
Children's  Services,  to  William  J.  Howard,  General  Counsel,  U.S. 
Commission  on  Civil  Rights  ^Oct.  7,  1988). 

Telephone  mtervicw  wi  h  Gaiy  Walsh,  Administrator  of 
Policy  and  Flanniiig  and  Evafuation,  Department  of  Family 
Services  (Aug.  3.  1988). 


Agency  procedures  are  very  brief  and  based  on 
earlier  regulation  issued  under  section  504  of  the 
Rehabilitation  Act  of  1973,  rather  than  those  imple- 
menting the  CAA. 

Although  the  terms  are  deflned  in  the  State's  child 
abuse  statutes,  the  federally  required  standard  of 
care  and  definition  of  those  protected  by  it  are 
absent  from  the  Montana  procedures. 

Agency  policy  shows  that  CPS  staff  have  the 
ability  to  initiate  independent  medical  examination 
of  infants  in  cases  orsuspected  medical  neglect  and 
provides  for  obtaining  access  to  medical  records 
consistent  with  Federal  regulatory  requirements. 

In  response  to  a  Commission  inquiry  regarding 
medical  technical  assistance  to  the  CPS  worker,  tbe 
agency  reported  that  the  State  had  a  contract  with 
the  Montana  chapter  of  the  Ameiican  Academy  of 
Pediatrics,  and  that  this  organization  would  immedi- 
ately contact  a  specialist  in  the  area.  The  agency 
stated  that  the  Acadtn:'/-designated  physician  and 
the  attending  physician  would  conduct  a  "joint 
examination."  When  asked  whether  the  CPS  worker 
would  have  to  rely  heavily  on  the  pediatrician  in 
determining  whether  treatment  was  in  fact  medical 
neglect  of  a  child  with  a  disability,  the  agency 
responded  that  the  decision  was  a  medical  decision 
and  not  a  decision  for  the  social  worker. Thf. 
Federal  regulations  are  clear,  however,  that  it  is  tlte 
State's  CPS  system  that  must  make  the  determna- 
tion  whether  treatment  is  medically  indicated  under 
the  CAA  and  whether  circumstances  exist  to  invoke 
the  power  of  the  State  (see  Preface,  NOTE  A). 
Involving  the  ver>'  physician  who  presumably  is  the 
subject  ot  a  report  alleging  illegal  denial  of  treat- 
ment in  a  "joint  examination"  to  determine  whether 
the  report  is  well  founded  creates  an  obvious 
confiict  of  interest,  and  gives  little  assurance  that 
there  will  be  a  searching  and  arms-length  investiga- 
tion of  the  charges. 

Montana's  CPS  has  developed  procedures  that 
meet  the  requirements  of  current  Federal  regula- 
tions. However,  the  practice  of  deferring  the  legal 
question  of  medical  neglect  to  a  phys'^'ian  indicates  a 
fundamental  misunderstanding  of  the  role  of  the 
CPS  in  enforcing  the  CAA. 

Telephone  interview  with  John  Madsen,  Department  of 
Social  and  Rehabilitation  Services*  by  Issues  in  Law  and  Medicine 
(June  1.  1987). 

"»  Telephone  interview  with  John  Madsen,  Department  of 
Social  and  Rehabilitation  Services,  by  Issues  in  Law  and  Mediane 
(June  1,  1987). 
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NEBRASKA 

In  Nebraska,  the  Human  Services  Division  within 
the  Department  of  Social  Services  is  the  State 
agency  responsible  for  enforcement  of  the  Child 
Abuse  Amendments  of  1984  (CAA). 

The  agency  stated  that  it  had  not  received  a 
report  of  medical  neglect  of  an  infant  with  a 
disability  since  the  regulation  went  into  effect.'^* 

The  procedures  for  implementation  of  the  CAA 
appear  to  exist  as  ad  hoc  admmistrative  memoranda 
from  the  director  of  the  Department  of  Social 
Services.  Two  memoranda  appear  as  evidence  of  the 
agency's  policy  on  medical  neglect  of  handicapped 
infants.  They  were  reviewed  for  compliance  with 
the  Federal  regulation  implementmg  die  CAA. 

The  first  directive,  dated  October  8,  1985,  in- 
structs CPS  workers  to  refer  all  reports  of  suspected 
medical  neglect  of  disabled  infants  to  the  depart- 
ment's central  office  or  tp  the  child  abuse/neglect 
hotline  during  nonoffice  hours.  The  directive  con- 
tains definitions  for  ''withholding  of  medically  indi- 
cated treatment"  and  "infant"  that  accurately  restate 
the  Federal  standards."* 

The  second  directive,  dated  September  29,  1986, 
fulfills  the  Federal  mandate  that  the  department 
establish  a  list  of  hospital  contact  persons.  In  accord 
with  the  Federal  regulation,  the  directive  provides 
that  the  department  will  exercise  subpoena  authority 
for  access  to  medical  records  if  they  are  not  made 
available.  Also  in  accord  with  the  Federal  rule,  the 
directive  provides  that  an  independent  medical 
examination  will  be  obtained  by  a  court  order 
"allowing/requiring  such  an  exam  as  part  of  our 
investigation  and  efforts  to  protect  a  suspected 
victim  of  child  abuse/neglect.""* 

On  their  face,  the  Nebraska  procedures  appear  to 
comply  with  the  CAA  and  their  implementing 
regulation. 

NEVADA 

In  Nevada,  the  Welfare  Division  in  the  Depart- 
ment of  Human  Services  is  the  State  agency  respon- 
sible lor  enforcement  of  the  Child  Abuse  Amend- 
ments of  1984  (CAA). 


Telephone  interview  with  Mona  Way,  Program  Specialist, 
Division  of  Human  Services  (Aug.  8,  1988). 

Nebraska  Department  of  Social  Services  Administrative 
Directive— Human  Services  No.  3-86. 
>♦*   Nebraska  Department  of  Social  Services  Administrative 
Memoraiidum'-Human  Services  No.  10-86. 
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The  agency  stated  that  there  had  not  been  any 
reports  of  medical  neglect  since  the  CAA  took 
effect.*" 

The  agency  reported  that  in  developing  proce- 
dures to  implement  the  CAA,  it  had  consulted  with 
the  Nevada  medicaid  staff;  neither  medical  groups 
nor  disability  rights  groups  were  consulted.**^ 

The  procedures  were  reviewed  for  compliance 
with  the  Federal  regulation  implementing  the  CAA. 
Definitions  in  the  procedures  mirror  those  of  the 
Federal  regulation.  The  enforcement  mechanisms 
required  to  be  specified  in  the  agency's  procedures, 
involving  the  manner  in  which  the  agency  will 
obtain  medical  records  and  court  orders  for  indepen- 
dent medical  evaluations,  are  present. 

However,  the  CPS  agency  appears  to  treat  the 
infant  cai^  review  committee  (ICRC)  in  the  hospital 
against  which  complaint  has  been  lodged  as  though 
it  were  an  independent  medical  consultant.  The 
procedures  state: 

C.  INVESTIGATION  OF  REPORTS  OF  MEDICAL 
NEGLECT 


4.  Treating  physician  recommends  against  providing 
treatment  (applicable  in  Baby  Doc  cases) 

The  worker  needs  to  determine  by  interviewing  the 
treating  physician  or  by  reviewing  the  recommendations  of  the 
hospital  review  committee  or  by  using  the  agency's  medical 
consultant  if: 

a.  The  child  is  irreversibly  comatose;  or 

b.  Treatment  would  merely  prolong  dying,  not  be 
effective  in  ameliorating  or  correcting  all  of  the  child's 
life  threatening  conditions  or  otherwise  be  futile  in 
terms  of  survival  of  the  child;  or 

c.  Treatment  would  be  futile  in  terms  of  survival  of  the 
child  and  treatment  itself  under  such  circumstances 
would  be  inhumane. 

If  these  can  be  clearly  determined  to  be  the  case,  the 
investigation  can  be  discontinued.  If  the  above  cannot  be 
clearly  determined  from  interviewing  the  treating  physi- 
cian, the  worker  should  either  contact  the  hospital  review 
committee,  if  one  exists,  or  contact  the  agency's  medical 
consultant  (for  Welfare  Division  cases,  contact  the  Medi- 


Information  obtained  from  Connie  Martin,  CPS  Specialist,  by 
Commission  staff  (Aug.  2,  1988). 

Letter  from  Carol  Johnston,  Acting  Assistant  Chief,  Social 
Services,  to  Issues  in  Law  and  Medicine  (Apr.  9,  1987). 
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caid  Unit  in  Central  Oflicc  for  the  name  of  the  consultant) 
to  help  in  making  the  determination.^** 

The  clear  implication  of  this  statement  is  that  the 
Nevada  CPS  agency  places  an  ICRC  on  a  par  with 
the  agency  medical  consultant  as  the  source  for  a 
determination  whether  care  is  being  provided  in 
accordance  with  the  Federal  treatment  standards. 
Placing  a  hospital  committee  in  this  role  gives  rise  to 
a  self-evident  conflict  of  interest  (see  Preface, 
NOTE  B). 

Nevada  presents  a  case  of  a  State  CPS  age-^cy  that 
has  for  the  most  part  effective  investigat  a  and 
enforcement  measures  to  react  to  a  report-of .dical 
neglect  of  a  disabled  infant.  Notwithstanding,  the 
agency  erroneously  regards  the  hospital  against 
which  a  complaint  is  lodged  as  an  "independent" 
medical  exan>iner  in  such  a  case. 

Although  the  Nevada  standard  of  care,  defmition 
of  the  class  protected,  and  provisions  for  obtaining 
medical  records  and  independent  medical  examina- 
tions comply  with  the  Federal  regulation,  the  State's 
apparent  willingness  to  defer  to  infant  care  review 
committee3  at  hospitals  whose  staff  is  charged  with 
illegal  denials  of  treatment  for  crucial  medical 
analyses  of  whether  such  charges  are  founded 
creates  a  significant  failure  of  compliance. 

NEW  HAMPSHIRE 

In  New  Hampshire,  the  Bureau  of  Childien  in  the 
Division  of  Children  and  Youth  Services  of  the 
Department  of  Health  and  Huir.an  ""srvices  is  the 
State  agency  responsible  for  enfc.cement  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

The  agency  reported  that  there  have  been  no 
reports  of  withholding  of  medically  indicated  treat- 
ment from  infants  with  disabilities  in  New  Hamp- 
shire since  1985.»*« 

The  agency  said  that  when  developing  its  proce- 
dures to  implement  the  CAA,  it  consulted  the  ethics 
corojrdttee  chairman  of  Mary  Hitchcock  Hospital, 
the  only  tertiary  infant  care  hospital  in  the  State. 
The  New  Hampshire  Hospital  Association  assisted 
in  dissemination  of  the  policy.  Disability  rights 
groups  were  not  consulted."^ 

Agency  procedures  were  reviewed  for  compli- 
ance with  the  Federal  regulation  implementing  the 

»«•  Welfare  Division  Service  Ma«ual.  sec.  417.1 1(C)(4)  (emphasis 
idded). 

Telephone  interview  with  Roger  Desrosicrs.  Administrator 
of  Management  and  Operations,  Children's  Bureau,  Division  of 
Children  and  Youth  Services  (July  28,  1988). 


CAA.  Definitions  presented  in  the  procedures  mir- 
ror those  in  the  Federal  regulation.  The  enf  jrcement 
mechanisms  requuc^  by  the  Federal  regulation  to  be 
specified  in  the  agency's  procedure,  that  is,  the 
manner  in  which  CPS  will  obtain  medical  recc.ds 
and  court  orders  for  independent  medical  evalu- 
ations, are  also  present. 

Although  the  procedures  appear  to  show  that  the 
CPS  agency  will  conduct  independent  investigations 
of  reports  of  medical  neglect,  interviews  with  the 
agency  staff  responsible  for  protecting  the  infants 
raised  questions  in  this  regard.  The  agency's  infant 
medical  neglect  social  worker  stated  that  if  a  report 
of  medical  neglect  is  received,  the  opinion  of  an 
second  physician  would  be  obtained  to  ensure  that 
the  treatment  is  appropriate.  There  was  no  indica- 
tion that  there  would  be  a  determination  by  agency 
staff  about  whether  the  treating  or  consulting  physi- 
cian v/aL  complying  with  the  CAA  standard  of  care. 
When  asked  from  whom  the  second  opinion  would 
come,  the  infant  medical  neglect  social  worker 
indicated  that  the  ethics  committee  at  Mary  Hitch- 
cock Hospital  would  review  the  n.cdical  treatment 
and  that,  if  it  gave  approval,  there  would  be  no 
further  investigation.  The  staff  person  also  indicated 
that  hospitals  in  outlying  areas  call  on  the  Mary 
Hitchcock  ethics  committee  for  advice.*** 

Under  the  Federal  regulation,  the  existence  of  an 
ICRC  has  no  bearing  on  the  duty  a  State  CPS 
system  has  to  investigate  all  known  or  suspected 
cases  of  medical  neglect.  If  the  agency  has  delegated 
to  a  hospital  review  committee  the  authority  to 
determine  whether  treatment  is  medically  indicated 
or  whether  the  treatment  exceptions  are  applicable, 
it  has  compromised  the  intent  of  the  statute  and  is 
not  in  compliance  with  th'^  Federal  standards.  (See 
Preface,  NC^ES  A  and  B.)  The  Federal  reg' Nations 
are  clear  that  it  is  the  State's  CPS  system  that  must 
make  the  determination  whether  treatment  is  medi- 
cally indicated  under  the  CAA. 

New  Hampshire's  procedures  appear  on  their  face 
to  comply  with  the  CAA  ?nd  its  implementing 
regulations.  However,  the  practice  of  deferring  the 
legal  question  of  medical  neglect  to  a  hospital  ICRC 
indicates  a  fundamental  misunderstanding  of  the  role 
of  the  CPS  in  enforcing  the  CAA. 

Telephone  interview  with  Paul  Tamburro,  Infant  Medical 
Neglect  Social  Worker,  Division  for  Children  and  Youth  Ser- 
vices, by  Issues  in  Law  and  Medicine  (June  10,  1987). 

Id. 
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NEW  JERSEY 

II  New  Jersey,  the  Division  of  Youlh  and  Family 
Services  in  the  Department  of  Human  Services  is  the 
State  agency  responsible  for  enforcement  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

The  agency  stated  that  since  the  CAA  went  into 
efiect  there  had  been  three  reports  of  medical 
neglect,  one  in  1985  and  two  in  1986.  In  all  three 
cases,  the  investigators  found  that  the  complaint  was 
"not  substantiated.""' 

When  developing  ptocedures  to  implement  the 
CAA,  the  agency  reported  that  it  consulted  with  the 
State  attorney  general's  office,  the  cWef  pediatrician 
at  a  local  hospital,  and  a  disability  rig^t5  grou^  at 
Rutgers  University,*" 

The  agency  procedures  were  reviewed  for  com- 
pliance with  the  Federal  regulation  that  implements 
the  CAA.  Tfc5  enforcement  mechanisms  required  by 
the  Federal  regulation  to  be  specified  in  the  agency's 
procedure,  namely,  the  manner  in  which  CPS  will 
obtain  medical  records  and  court  orders  for  indepen- 
dent medical  evaluation,  are  included. 

However,  the  procedures  contain  no  definition  of 
the  term  "infant,"  thus  failing  to  describe  ♦he  class 
they  protect.  In  response  to  a  draft  of  ^eleviuit 
portions  of  the  Commission  report,  the  <  tor  of 
the  Division  of  Youth  and  Family  Ser\  ts  ad- 
dressed this  criticism.  He  conceded  that  the  agency's 
pit)cedures  did  not  define  the  term  "infant,"  bu^ 
contended  that  such  a  definition  was  unnecessary 
because  "[e]xisting  protections  available  under  pre- 
sent New  Jersey  statutes.  .  .define  any  person  from 
birth  to  eighteen  years  of  ag<j  and  would  include  all 
chilcire>i  under  and  over  one  year  of  age."  This 
argument  fails  to  recognize  that  the  general  stan- 
dards concerning  medical  neglect  for  all  children  are 
dramatically  less  detailed  and  precise  than  those  the 
CAA  make  applicable  to  "disabled  infants  with  life- 
threatening  conditions."  (See  Preface,  NOTE  E.) 

The  procedures  also  contain  no  definition  of  the 
term  "withholding  of  medically  indicated  treat- 
ment," thus  failing  to  establish  the  standard  of  care 
required.  The  agency  states  that  "[tjhe  New  Jersey 
statute  which  specifically  addresses  the  issue  of 
failure  to  supply  a  child  with  adequate  medical  care 

Tetftphone  interview  with  Constftnce  Ryan,  Coordinator, 
DYFS  Medical  Unit,  Division  of  Youth  and  Family  Services 
(Aug.  17,  1988). 

Telephone  interview  with  Sue  McGrory,  Supervisor,  Institu- 
tional Abuse  Vnit,  Division  of  Youth  and  Family  Services,  by 
Issues  In  Law  and  Medicine  (June  24,  1987). 
"»   NJ.  Sut.  Ann.  §9:6-8.9.  (West  Supp.  1988) 

262 


was  seen  as  adequately  defining  standards  of  medical 
neglect  which  would  include  Uie  withholding  of 
medically  indicated  treatment."  Examination  of  this 
statute  reveded  that  there  is  no  expi,ination  of 
withholding  of  medicalh  indicated  treatment  of- 
fered other  than  "failure  of.  .  .a  parent  or  guardi- 
an,. .  .in  supplying  medical  or  surgical 
care.  .  ,  Tliis  falls  significantly  short  of  the 
detail  contained  in  the  meticulously  negotiated  CAA 
standard  of  care.  (See  Preface,  NOTE  F.) 

The  agency  appears  to  have  contracted  with  two 
independent  pediatricians  to  assis.  Ihe  CPS  worker 
in  determining  whether  treatment  is  legally  required: 

Upon  receipt  of  a  referral,  the  appropriate  regionally 
based  supervisor  or  Senior  Investigator  will  be  contacted 
along  with  the  pediatric  consultant.  The  pediatric  consul- 
tant will  contact  the  person  named  by  the  facility  as  their 
Baby  Doe  contact  as  spccifird  by  the  federal  regulations 
governing  this  act  The  consultant  will  review  the  ch51d*s 
condition  and  make  an  appointment  to  initiate  an  on-site 
investigation  if  «  is  indicated.*" 

Although,  on  their  face,  the  New  Jersey  proce- 
dures otherwise  appear  to  comply  with  the  CAA 
and  their  implementing  regulation,  the  failure  of  the 
procedures  to  define  either  the  standard  of  care  or 
the  class  the  standard  protects  constitute  a  signifi- 
cant lack  of  co!npliance. 

NEW  MEXICO 

In  New  Mexico,  the  Social  Services  Division  in 
the  Human  Services  Department  is  the  State  agency 
responsible  for  enforcement  of  the  Child  Abuse 
Amendments  of  1984  (CAA). 

The  agency  stated  that  it  has  not  received  any 
reports  of  medical  neglect  of  an  infant  with  a 
disability  since  the  CAA  went  into  efiect.  The 
agency  also  reported  that  procedures  for  the  investi- 
gation of  a  report  of  medical  neglect  were  created 
with  the  help  of  the  University  of  New  Mexico 
Hospital;  no  disabiliiy  rights  groups  were  consult- 
ed."" 

Tht;  State  agency's  policies  and  procedures  were 
reviewed  for  compliance  with  the  Fedciral  regula- 
tion that  implements  the  CAA.  Enforcem&  mecha- 
nisms that  are  required  by  the  Federal  re^ulatic  n  to 

"*  Division  of  Youth  and  Family  Services,  Procedures  fo. 
Investigation  of  Baby  Doe  Cases  in  New  Jersey. 

Telephone  interview  with  Judy  Mayhon,  Planner,  Social 
Services  Division,  Program  Services  Bureau,  New  Mexico 
Huwan  Services  Departmcrt.  by  Issues  in  Law  and  Medtcme  (June 
4,  1987). 
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be  specifled  in  CPS  agency  procedures  are  included 
in  a  memorandum  issued  by  the  main  office  to 
agency  staff.  These  mclude  a  description  of  the 
manner  in  which  the  agency  will  obtain  an  infant's 
medical  records  and  a  court  order  for  independent 
medical  evaluation.  Also  included  in  this  memoran- 
dum are  definitions  for  "withholding  of  medically 
indicated  treatment"  and  for  "infant  in  accordance 
with  the  federal  regulation.*'  When  the  &gency*s 
most  recent  procedures  manual  was  reviewed,  these 
provisions  had  been  incorporated. 

However,  the  New  Mexico  CPS  agency  abdicates 
its  responsibility  to  determine  whether  the  law  is 
being  followed  to  those  alleged  to  be  violating  ttie 
law,  contrary  to  the  requirements  of  the  Federal 
regulation  that  the  CPS  must  make  the  determina- 
tion whether  treatment  is  medically  indicated  under 
the  CAA  (see  Preface,  NOTE  A).  The  procedure 
states  that  a  report  is  "unsubstantiated  when.  .  .the 
parents  and  the  treating  physician  are  in  ag:eement 
that  medical  treatment  should  be  withheld  from  the 
infant**"*  Nowhere  in  the  procedure  15  there 
mention  of  an  independent  medical  consultant  to  be 
available  to  review  all  reports  of  medical  neglect 
ana  ^o  determine  if  the  decision  falls  below  the 
Federal  standard  of  care.  Instead,  the  hospital  that  is 
the  subject  of  a  complamt  is  givea  the  responsibility 
to  review  the  case  or  to  serve  as  the  equivalent  of  an 
independent  medical  examiner. 

To  refuse  to  investigate  a  report  *  medical 
neglect  because  there  is  no  disagreement  on  treat- 
ment between  the  parents  and  th'*  attending  physi- 
cians blatantly  flouts  the  intent  of  the  CAA  to  create 
an  enforcement  mechanism  for  the  protection  of  a 
disabled  infant*s  right  to  treatment  The  New  Mexi- 
co procedures  clearly  run  counter  to  the  CAJCs 
requirement  that  the  CPS  agency  serve  as  the 
independent  investigating  authority  to  ensure  that 
tfie  Federal  standard  cf  care  is  provided  to  the. infant 
with  a  dioability. 

Although  its  policies  are  in  place.  New  Mexico  is 
out  of  compliance  with  the  CAA  and  their  imple- 
menting r^ulation  in  considering  any  report  unsub- 
stantiated when  the  physician  and  parents  agree  to 
withhold  treatment. 

"*  New  Mexico  Human  Services  Department,  Social  Services 
Procedure §4.8.3.1.  54.8.3^(1). 

Telephone  interview  with  Sally  Perry,  Division  of  Family 
and  Children  Services,  by  issues  in  Law  and  Medicine  (June  24, 
1987). 
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NEW  YORK 

The  i  .'ew  York  Division  of  Familv  and  Children 
Services  of  the  Department  of  Social  Services  is  the 
State  agency  responsible  for  the  enforcement  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

The  agency  stated  that  there  had  been  two  cases 
of  denial  of  medically  indicated  treatment  to  dis- 
abled infants  reported  since  the  regulation  went  into 
effect."'  In  response  to  a  foUowup  inqmry  by  the 
Commission, .the  agency  reported  that  it  was  impos- 
sible to  distinguish  reports  of  medical  neglect  of 
infants  with  disabilities  from  reports  of  "lack  of 
food''  or  "lack  of  medicine"  categories  and  was 
therefore  unaware  of  whetherthere  had  been  any 
cases  within  the  State."* 

The  agency  reported  that  it  did  not  find  it 
necessary  to  establish  any  new  regulations  and 
procedures  for  implementation  of  the  CAA  because 
it  thought  that  present  mechanisms  were  sufficient 
Therefore,  no  consultation  with  outside  groups.took 
place."' 

New  York's  failure  to  promulgate  rules  specifical- 
ly implementing  the  CAA  regulations  has  resulted  in 
clear  violations  of  Federal  requirements.  Federal 
regulations  require  that  a  State  CPS  develop  written 
procedures  with  regard  to  medical  neglect  reports, 
specifying  the  manner  in  wbich  it  will  obtain  the 
child's  medical  records.  These  appear  to  be  absent. 
(See  Preface,  NOTE  The  regulation  requires 
written  procedures  unaei  which  the  CPS  agency 
may  obtain  a  couti^  wider  for  an  independent  medical 
examination  of  an  infant.  The  New  York  procedures 
should  make  explicit  provision  for  court-ordered, 
independent  examinations.  (See  Preface,  NOTE  D.) 
The  drfinition  of  such  terms  as  "infant"  and  "with- 
holding of  medically  indicated  treatment,"  essential 
to  establish  the  standard  of  care  and  the  class  of 
those  protected  by  it,  do  not  appear  in  any  of  the 
agency's  materials.  (See  Preface,  NOTES  E  and  F.) 

Because  no  specific  procedures  were  established 
to  respond  to  a  medical  neglect  situation,  there  is  no 
method  for  obtaining  an  independent  medical  con- 
sultant to  conduct  the  examination,  review  the 
medical  records,  or  otherwise  assist  the  CPS  worker 
in  evaluating  a  report  of  medical  neglect.  In  fact,  an 

Telephone  interview  with  Sally  Perry,  Division  of  Family 
and  Children  Services,  and  Patty  0*Donnell,  Assistant  Director, 
New  York  State  Child  Abuse  Hotline  (.\ug.  9,  1988). 
*"  Information  obtained  from  Sally  Perry,  Division  of  Family 
and  Children  Services,  by  Issues  in  Law  and  Medicine  (June  24, 
1987). 
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agency  steit"  person  indicated  that  there  were  no 
specific  guidelines  indicating  who  should  be  consult- 
ed should  a  medical  neglect  situation  arise.  She 
stated  that  possibly  the  independent  consultant 
would  be  another  doctor  within  the  hospital  if  it  was 
a  large  facility."*  It  is  possible,  therefore,  that  a 
New  York  CPS  worker  would  be  relying  for  critical 
evaluations  solely  on  personnel  at  the  hospital 
against  which  the  complaint  is  lodged.  A  letter  from 
the  deputy  conmussioner  of  the  Division  of  FamUy 
and  Children*s  Services  to  district  CPS  officials 
states: 

While  CPS  will  need  to  rely  heavily  upon  the  judgmen^f 
the  physicians  involvoTin  the  case  (including  in  some 
instances  newly  established  hospital  based  Infant  Care 
Review  Committees,  recommended  by  the  federal  regula- 
tions) the  CPS  caseworker  and  supervisor  will  need  to  be 
capable  of  sorting  out  some  particularly  complex  issues, 
involving  medical,  legal  and  ethical  areas  where  no 
societal  consensus  has  been  reached.*** 

In  short,  the  State  of  New  York  has  not  complied 
with  the  Federal  legal  requiremenls  that  it  establish 
specific  and  identifiable  enforcement  mechanisms  for 
the  response  to  a  report  of  the  denial  of  medical 
treatment  to  a  handicapped  infant.  It  is  substaiitially 
out  of  compliance  with  the  Child  Abase  Amt^'x^i- 
ments. 

:ORTH  CAROLINA 

In  North  Carolina,  the  Division  of  Children's 
Services  in  the  Department  of  Human  Services  is  the 
State  agency  responsible  for  enforcement  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

The  agency  stated  that  there  had  been  no  reported 
cases  of  medical  neglect  of  infants  with  disabUiti^ 
smce  the  1985  Federal  law  was  passed."*^ 

In  developing  procedures  for  implementation  of 
the  CAA,  the  agency  reported  that 
"Representatives  from  the  four  teaching  hospitals  m 
the  state  and  the  State  CouncU  on  Developmental 
Disabilities  as  well  as  other  related  state  and  local 


agencies  were  a  part  of  o»  planning  process 
throughout  the  process.  .  . 

The  procedures  were  reviewed  for  compliance 
with  the  Federal  regulation  that  implements  che 
CAA.  The  definitions  of  terms  correctly  reflect  the 
Federal  standards.  In  accord  with  the  Federal 
regulations,  the  procedures  specify  the  manner  in 
which  the  agency  will  obtain  access  to  medical 
records  and  other  pertinent  information  and  will 
obtain  court  orders  for  independent  medical  exami- 
nations. 

However,  the  North  Carolina  procedures  fail  to 
specify  a  method  for  obtaining  an  independent  third- 
party  medical  expert  to  .assist  the  CPS  worker  in 
evaluating  a.  report  of  medical  neglect.  Instead,  the 
procedures  state: 

Because  of  the  complex  nature  of  the  medical  conditions 
that  an  infant  might  have,  mrdical  consultation  will  be 
needed  in  conducting  the  investigation.  The  hospital  or 
health  care  facility  staff  in  which  the  infant  is  receiving  care 
Ml  in  most  cases,  be  the  primary  resource  for  that 
consultatwn.^^ 

In  other  words,  the  facUity  being  investigated  is 
made  the  "primary  resource"  for  "consultation" 
about  whether  it  is  engaged  in  illegal  denial  of 
treatment.  Tins  approach,  with  its  obvious  conflict 
of  interest,  significanUy  undermines  the  responsibili- 
ty of  the  CPS  agency  to  conduct  an  effective  arms- 
length  investigation  to  ensure  that  the  rights  of 
infants  with  disabUities  to  receive  legally  mandated 
treatmt  are  respected.  The  independence  and 
effectiveness  of  North  Carolina  investigations  would 
be  substantially  improved  were  the  agency  to  estab- 
lish procedures  for  the  use  of  an  independent  third- 
party  medical  consultant,  selected  with  input  from 
disability  rights  groups,  to  assist  the  CPS  worker  in 
all  nonfrivolous  cases. 

NORTH  DAKOTA 

In  North  Dakota,  the  Children  and  Family  Ser- 
vices Division  in  the  Denartment  of  Human  Services 


Id.. 

*^  Letter  from  Joseph  Semidei,  Deputy  Commissioner,  Division 
of  Family  ^ad  Children  Services,  to  CPS  Distinct  Officers  (Oct.  4, 
1985).  This  letter  evinces  a  dismaying  failure  to  recognize  that  the 
standard  of  care  established  by  the  Child  Abuse  Amendments, 
enacted  by  an  overwhelming  vote,  should  be  treated  as  consti- 
tuting the  "social  consensus"  by  the  agency  charged  with  its 
enforcemcDt. 
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Telephone  interview  with  Alice  Coleman,  CPS  Program 
Consultant,  Division  of  Social  Services  (July  21,  1988). 

Letter  from  Mary  Lee  Anderson,  Program  Manager,  Child 
Protective  Sci  vices,  Division  of  Social  Services,  to  hsues  in  Law 
and  Medicine  (May  29,  1987). 

North  Carolina  Division  of  Family  Services,  Family  Services 
Manual,  vol.  J.  ch.  VIII  Medical  Neglect  of  Disabled  Infants  with 
Life  Threatening  Conditions  (emphasis  added). 
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is  Cie  State  agency  responsible  for  enforcement  of 
the  Child  Abuse  Amendments  of  1984  (CAA). 

The  agency  stated  that  it  had  one  report  of 
medical  neglect  of  a  infant  with  a  disability  since  the 
regulation  went  into  effect.*" 

The  agency  reported  that  during  the  development 
of  agency  procedures  concerning  report  of  medical 
neglect,  it  consulted  with  the  Health  Departments 
Maternal  and  Child  Health  Division,  the  North 
Dakota  chapter  of  the  American  Academy  of 
Pediatrics,  and  the  University  of  North  Dakota 
Childiren  and  Family  Services  Training  Center;*** 

T^e  North  Dakota  procedures  were  reviewed  for 
compliance^with  the  Federal  regulation  that  imple- 
ments the  CAA-  The  enforcement  mechanisms  that 
are  required  by  the  Federal  regulation  to  be  speci- 
fi-jd  in  the  agency's  procedures,  namely,  the  manner 
in  which  CPS  wtti  obtain  medical  records  and  court 
order  for  independent  medical  examinations,  are 
present  In  addition,  the  procedures  provide  for  an 
independent  medical  consultant  to  be  available  to 
provide  assistance  to  the  CPS  worker  at  each  phase 
of  the  investigation.  The  definition  of  the  standard  of 
care  is  given  in  the  manual  and  conforms  to  the 
Federal  regulation.  However,  there  is  no  definition 
of  "infant,**  tiie  class  protected.  (See  Preface,  NOTE 
E.) 

Apart  iron?  the  significant  omission  of  a  compre- 
hensive definition  of  the  class  protected,  the  North 
Dakota  procedures  appear,  on  their  face,  to  comply 
with  the  CAA  and  their  implementing  regulation. 

OHIO 

The  Ohio  Bureau  of  Children's  Protective  Ser- 
vices m  the  Department  of  Human  Services  is  tb^ 
State  agency  responsible  for  enforcement  of  the 
ChM  Abuse  Amendments  of  1984  (CAA). 

The  agency  reported  that  its  office  had  "received 
two  calls  since  the  amendment  became  effective  in 
Octobir  1985.  Both  calls  were  detennmed  to  not  fit 
the  criteria  necessary  to  be  considered  reports  of 
withholding  medic^y  indicated  treatmept  from 
disrMed  infants.*'***     The  agency  confirmed  in 

Telephcne  mtcrwew  with  Gladys  Cairns,  Chilifcn  and 
Family  Services  Division  (July  20,  1988). 

Telephone  intctview  with  Gladys  Cairns,  Childien  and 
Family  Services  Division,  by  Issues  in  Law  and  Medicine  (June  12, 
1987) 

>»*  Letter  from  JeaJi  Schafcr>  Chief,  Bureau  of  Children's 
Protective  Services,  to  Issues  in  Law  and  Afediune  (Apr.  2,  1987). 


response  to  a  followup  inquiry  that  these  had  been 
the  only  reports  to  the  agency.*** 

The  agency  reported  that  the  procedures  that  it 
established  to  respond  to  reports  of  medical  neglect 
of  disabled  infants  "were  written  in  cooperation 
with  a  committee  of  medical  professionals."  There  is 
no  indication  that  disability  rights  groups  were 
consulted."^ 

The  procedures  were  reviewed  for  compliance 
with  the  Federal  regulation  that  implements  the 
CAA.  The  agency  recognizes  that  it  alone  has 
responsibility  to  determme  the  question  of  medical 
neglect  of  a  disabled  mfant: 

The  FSCA  (Public  Children's  Services  Agency)  shall 
investigate  all  reports  which  allege  that  a  disabl^  infant 
with  life-threatening  conditions  is  a  neglected  child  due  to 
the  withholding  of  appropriate  nutrition,  hydration,  medi- 
cation, or  medically  indicated  treatment,  lliis  investigato- 
ry responsibility  may  not  be  delegated  %o  any  other  public 
or  private  agency  or  organization.-" 

In  accord  with  the  Federal  regulations,  the  proce- 
dures contain  enforcement  mechanisms  th^t  specify 
the  manner  in  which  the  agency  will  obtain  access  to 
medical  records  and  secure  court  orders  for  indepen- 
dent medical  examinations.  Also  present  in  the 
procedures  is  a  detailed  .  nhod  for  obtaming  an 
mdependent  medical  consultant  to  conduct  the 
examination,  review  the  medical  records,  or  o  ther- 
wise  assist  the  CPS  worker.  The  agency  reported 
that  it  had  "developed  an  on-call  system,  m  opera- 
tion 24  hours  a  day,  7  days  a  week,  which  has 
workers  with  the  Bureau  of  Children's  Protective 
Services  and  medical  consultants  available  to  assist 
the  local  agencies.""' 

However,  the  procedures  contain  an  underinclu- 
sive  definition  of  the.term  "mfant."  The  procedures 
define  "Jisablid  mfant"  to  mean  "a  child  less  than  1 
year  of  aj;:?  who  has  a  physical  or  mental  handicap 
which  substantially  limits  or  may  limit  m  the  future 
one  or  more  major  life  activities  such  as  self-care, 
receptive  and  expressive  language,  learning  and 
mobUity."*^  Limiting  enforcement  of  the  CAA 
solely  to  the  class  of  children  under  1  year  of  age  is 
underinclusive  with  respect  to  those  that  were 

*•*  Telephone  interview  with  Georgia  McGill,  Social  Program 
Developer.  Bureau  of  Program  Policy  (July  22.  1988). 

Letter  from  Jean  Schafer.  Chief.  Bureau  of  Children's 
Protective  Services,  to  Issues  in  Law  and  Mciicine  (Apr  2.  198T;. 

Ohio  Administrative  Code  §5101:2-35-77(F)  (1987). 

Letter  from  Jean  Schafer,  Chief.  Bureau,  of  Children's 
Protective  Services,  to  Issues  in  Law  and  Medicine  (Apr.  2.  1987). 

Ohio  AdnurJsiralive  Code  §5101:2-35-76(F)  (1987). 
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intended  to  be  protected  by  Congress  under  the 
CAA. 

In  a  letter  of  October  11,  1988,  the  agency, 
commenting  on  a  draft  of  relevant  portions  of  the 
Commission  report,  addressed  this  criticism.  The 
agency  did  not  deny  that  the  quoted  agency  rule 
limits  the  application  of  the  term  "disabled  infant"  to 
those  under  one  year.  Instead,  it  pointed  out  that 
other  pk'ovisions  in  tbe  agency  code  provide  protec- 
tions against  medical  neglect  of  "handicapped  per- 
son[s]*'  imder  21  years."*  While  this  is  accurate  it 
fails  to  recognize  that  the  general  provisions  defin- 
ing medical  neglect  are  significantly  Jns  detailed  and 
specific  than  those  in  the  CAA  standard  of  care, 
which  the  Federal  regulation  specifically  makes 
applicable  to  certain  categories  of  infants  older  than 
1  year  ,  (see  Preface,  NOTE  E). 

Although  it  received  grants  under  the  Child 
Abuse  Prevention  and  Treatment  Act  in  prior  years, 
Ohio  did  not  receive  such  a  grant  in  fiscal  year 
1988,*"  and  thus  was  not  legally  subject  to  the 
requirements  of  the  CAA.  However,  with  the 
significant  exception  of  an  underinclusive  defiaition 
of  the  class  of  those  protected,  the  Ohio  procedures 
on  their  face  appear  to  comply  with  the  CAA  and 
their  k   lementing  regulation. 

OKLAHOMA 

The  Oklaiioma  Department  of  Human  Services  is 
the  State  agency  responsible  for  enforcement  of  the 
Child  i^buse  Amendments  of  1984  (CAA). 

In  the  development  of  procedures  to  implenent 
the  CAA,  the  agency  reported  that  neither  Chil- 
dren's Hospital  of  Oklahoma  nor  disability  rights 
groups  were  consulted.**^ 

The  agency  reported  that  there  had  been  ihree 
cases  of  medical  neglect  reported  since  1985.  The 
first,  in  January  1985,  was  "ruled  out"  and  the  child 
died  a  month  later.  In  the  second,  in  Nov^imber 
1985,  a  child  was  placed  in  the  agency's  custody, 
received  treatment,  but  died  later,  ^n  July  1986,  the 
agency  pJ^c<id  another  cUld  in  its  custody  and 
reqmred  xt)zi  the  child  be  treated.  The  staff  person 
stated  that  this  child  is  alive  today.***  In  response  to 

Letter  from  Georgia  NcGilI»  SociaJ  Program  Developer,  and 
Dora  Sterling,  Supervisor,  Policy  Development  Unit,  Ohio 
Departncnt  of  Human  Services,  to  T.  Burke  Balch,  Office  of 
General  Ccunsel,  U.S.  Commijaon  on  Hvil  Rights  (Oct.  11, 
1988). 

Telephone  interview  with  Mary  McKougti,  Prog^T?  Ana- 
lyst, National  '>nter  for  Child  Abuse  and  Neglect,  Office  of 
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a  more  recent  inquiry,  the  agency  reported  that 
these  were  the  only  cases  concerning  medical 
neglect  of  disabled  infants  in  which  the  agency  has 
been  involved."* 

Agency  proc/^dures  were  reviewed  for  compli- 
ance with  the  Federal  regulation  that  unplements 
the  CAA.  They  were  found  to  be  short,  consisting  of 
less  than  a  page,  and  missing  provisions  that  are 
requu-ed  by  Federal  law  for  agency  compliance.  The 
pr  cedures  cite  for  theu-  authority  previous  Federal 
regulations  under  section  504  that  are  without 
present  effect  and  make  no  mention  of  the  agency*s 
responsibilities  under  the  CAA  and  the  Federal 
regulation  that  implemento  it. 

The  procedures  fail  j  fulfill  the  Federal  regula- 
tory requirements  that  the  ac  ncy  specify  in  writmg 
the  manner  in  which  it  will  obtain  medical  records 
of  the  child  (see  Preface,  NOTE  Q  and  that  the 
CPS  agency  specify  in  writmg  *he  manner  in  which 
it  will  obtain  a  court  order  for  an  independent 
medical  examination  of  the  infant  (see  Preface, 
NOTE  D).  Also  missmg  from  procedures  is  any 
definition  of  the  term  "mfant"  cr  the  term  "with- 
holding of  medically  indicated  treatment"  (see  Pref- 
ace, NOTES  E  and  F). 

The  procedures  are  silent  with  respect  to  the  use 
of  an  mdependent  third-party  medical  examiner. 
Inst^^d,  the  agency  informed  the  Commission  that  jt 
would  make  use  of  hospital-based  mfant  care  review 
committees.^**  This  practice  is  an  abdication  of 
authority  to  the  very  hospital  whose  staff  is  alleged 
to  be  denying  legally  required  treatment.  The 
Federal  regulations  are  clear  that  it  is  the  State's 
CPS  system  that  must  make  the  determination 
whether  treatment  is  legally  required  under  the 
CAA  and  whether  circumstances  exist  to  invoke  the 
power  of  the  State.  (See  Preface,  NOTES  A  and  B.) 

The  Oklahoma  CPS  agency  has  not  developed 
procedures  that  remotely  attempt  to  comply  with 
present  regulations  under  the  CAA.  Further,  the 
agency  nas  abdicated  its  responsibility  to  investigate, 
effectively  delegatmg  it  to  the  hospital  infant  care 
review  committees  which  are  to  be  investigated. 

Human  Dc/elopment  Services,  Department  of  Health  and  Hu- 
man Services  (Dec.  2,  1988). 

Telephone  interview  with  Diana  Stell.  Program  Field 
Representative,  D^artment  of  Human  Services  (July  6.  1987). 

*•»    Telephone  interview  with  Diana  Stell.  Program  Field 
Representative,  Dtpartment  of  Human  Services  (Jul/  27,  19':3) 
Id, 


OREGON 

In  Oregon,  the  Children's  Services  Division  in  the 
Depaxtment  of  Human  Resources  is  the  State  agency 
rcsponsK>le  for  enforcement  of  the  Child  Abuse 
Amendments  of  1984  (CAA). 

The  agency  stated  that  as  of  1987  there  had  been 
only  one  reported  case  of  withholding  of  medically 
indicated  treatment  from  an  infant  with  disabili- 
ties*^^ 7a  response  to  a  foUowup  inquiry,  the  agency 
reported  that  there  had  been  an  additional  case,  but 
it  was  not  truly  a  report  of  medical  neglect.  The 
hospital  had  requested  State  neonatologists  to  confer 
with  them  abouLan  infant  bom  with  only  2  inches  of 
intestine.  All  parties  agreed  thatjthere  was  nothing 
that  could  be  done  and  the  child  died."* 

The  agency  reported  that  "[e]xtensive  contact 
with  the  medical  community  was  utilized  in  devel- 
oping Oregon's  implementation  of  the  Child  Abuse 
Amendments  of  1984  (CAA)."^"  The  ac^ency  gave 
no  indication  that  disability  rights  groups  were 
consulted. 

Agency  procedures  were  reviewed  fo*  compli- 
ance with  the  Federal  regulation  that  implements 
the  CAA.  Although  the  defmition  of  "withholding 
of  medici^Uy  indicated  treatmtint"  conforms  to  the 
Federal  regulation,  the  defmition  of  "infant**  does 
not;  it  applies  only  to  those  '  less  than  one  year  of 
age.****  As  required  by  the  Federal  regulation,  the 
agency*s  manual  specifies  the  manner  in  which  it 
yrH  obtain  medical  records  and  a  court  order  for  an 
independent  medical  examination.  The  manual  also 
includes  a  detailed  methodology  for  an  independent 
medical  consultant  to  conduct  the  medical  examina- 
tion, to  review  the  medical  records,  or  otherwise  to 
assist  the  CPS  worker.  The  agency  reported  that  it 
had  the  assistance  of  five  neonatologists  from  teach- 
ing hospitals  in  the  State  to  serve  in  this  role."^ 

The  Oregon  procedures  appear  to  recognize  that  a 
report  may  be  against  either  a  parent  for  refusal  to 
consent  vr  against  a  medical  provider  for  a  recom- 
mendation against  treatment.  Tha  agency  is  to  take 
custody  of  the  child  in  either  instance  if  the  medical 

Letter  from  Robert  Pinkcrton,  Manager  of  National  Center 
for  Child  Abuse  and  Neglect  Grants,  Children's  Services  Divi- 
sion, to  Issues  in  Law  and  Medicine  (Mar.  30,  1987). 

Telephone  mterview  with  Robert  Pinkerton,  Manager  of 
Nationid  Center  for  Child  Abuse  and  Neglect  Grants,  Children's 
Cervices  Division  (July,  22,  1988). 

I-etter  from  Robert  Pinkerton,  Manager  of  NCCAN  Grants, 
Chilaren's  Services  Division,  to  Issues  in  Law  and  Medicine  (Mar. 
30,  1987). 

«»  Children's  Services  Division,  Clif  ♦  Services  Manual  I,  Rule 
I.B.2.2^  (Definitions  412-61-004  (3))  I.  JQ.  t'S  Preface,  NOTE 
E 


examiner  finds  that  treatment  is  indicated.  The  case 
worker  is  instructed  to  assist  the  parent  with 
referrals  to  support  groups,  com*nunity  educational 
resources,  agencies  that  provide  services  for  dis- 
abled Infants  and  their  families^  and  agencies  with 
financial  resources  for  medical  and  rehabilitative 
services. 

The  agency  procedures  contain  a  number  of 
apparent  weaknesses.  Although  the  definition  of 
"medically  indicated  treatment"  properly  makes 
clear  that  "appropriate  nutrition,  hydration,  and 
medication"  must  be  provided  even  when  one  of  the 
three  exceptions  to  the  general  requirement  of 
treatment  is  applicable,****^  the  procedures  them- 
selves direct  that  "the  investigation  shall  be  termi- 
nated and  the  case  closed**  when  a  hospital  review 
conmiittee  (HRC)  decides  whether  treatment  is 
medically  indicated: 

Grounds  for  Overriding  tl  e  refusal  of  the  parents  of  the 
mfpait  to  coasenl  to  medical  care  and  treatment  exist  only 
if  any  reasonable  medical  judgement  would  be  that 
treatment  is  medioaliy  indicated.  The  parents*  refusal  to 
consent  shall  be  respected  if  the  Review  Committee,  if  any\ 
and  a  consultmg  phystcian  finds  that  treatment  is  not 
medically  indicate<f  ^ 

And  further  in  the  rule  the  agency  instructs: 

If  the  infant's  parents  do  not  desire  medical  trratment 
beyond  that  being  provided  by  the  treating  physician  and 
//  the  reasonable  medical  mdgement  of  HRC  and  other 
consulting  medical  profession,  is  that  medically  cated 
treatment  is  being  provided,  the  Medical  Neglect  .iivesti- 
gator  v/ill  document  this  agreement  in  the  case  record. 
The  CPS  worker  will  close  the  case  and  take  no  further 
action.*" 

It  is  unclear  from  the  face  of  the  policy  whether 
the  "consulting  physician"  is  to  be  another  doctor  at 
the  same  hospital  or  whether  this  reference  is  meant 
to  point  to  the  CPS  consultant  neonatologist.  In 
either  case,  it  is  clear  from  the  fa  ^e  of  the  procedures 
that  a  HRC  has  been  given  a  stake  in  decisionmak- 
ing. Federal  regulations  are  clear  that  it  is  the  CPS 
agency  alone  that  makes  the  decision  whether 

Letter  from  Betty  Uchytil,  Assistant  Administrator,  OfKce  of 
Family  Services,  to  V/illiam  J.  Howard,  General  Counsel,  U.S 
Commission  on  Civil  Rights  (Sept.  29,  1988). 
^  Children's  Services  Division,  Client  Services  Manual  I,  Rule 
I-B.2.2.2  (Definitions  412-61-004(9)). 

^  Children's  Services  Division,  Client  Services  Manual  I,  Rule 

I-B.2.2.2(CX3KaKl)  (emphasis  added). 

^  Id,  Rule  I-B.2.2.2(3)(C)  (emphasis  added). 
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treatment  (or  nontreattnent)  is  appropriate.  This 
practice  subverts  the  intent  of-*he  CAA  to  create  a 
strong  enforcement  mechanism  for  the  defense  of 
infants  with  disabilities,  (See  Prefuce,  NOTES  A  and 
B.) 

In  a  letter  dated  September  29,  1988,  the  agency 
commented  pn  a  draft  of  relevant  portions  of  this 
report  and  addressed  the  above  concern.  The  assis- 
tant administr^^tor  of  iflie  OfBce  of  Family  Services 
assured  the  Commission  that: 

The  Medical  Neglect  Investigator  determines  the  course 
of  action  to  be  taken  including  whether  or  not  there 
should  be  court  involvement  Information  b  obtained  from 
the  attending  physician,  the  hospital  review  committee, 
the  COSsulting  neouatologist  and  other  appropriate  medi- 
cal professionals,  but  the  Medical  Neglect  Investigator  is 
the  one  res^nsible  for  deciding  if  legally  required  *reat 
ment  is  being  withheld. 

Despite  the  construction  this  respo:5e  puts  on  this 
provision  m  the  procedures,  the  Commission  be- 
lieves that  the  procedures  can  be  interpreted  to 
allow  an  inappropriate  amount  of  authority  to  the 
hcjpital  review  committee  on  ths.  question  whether 
treatment  is  medically  indicated  that  can  allow  the 
real  responsibilities  of  the  CPS  to  remain  unclear  at 
critical  juhctui^. 

RHODE  JiLAND 

In  Rhode  Island,  the  Divisi  ■>n  of  Child  Protective 
Services  in  the  Department  of  Children  and  'Hjeir 
Families  is  the  State  agency  responsible  for  enforce- 
ment of  the  Child  Abuse  Amendments  of  1984 
(CAA). 

The  agency  stated  that  only  one  report  of  medical 
neglect  of  an  mfant  with  a  disability  liad  been 
received  siucr  the  effective  date  of  the  CAA.^ 

The  agency  was  ui^jble  to  say  whether  medical  of 
disability  rights  groups  were  consulted  when  its 
procedure's  were  developed.^ 

The  procedures  were  reviewed  for  compliance 
with^  the  Federal  regulation  that  implements  the 
CAA.  The  definitions  of  terms  correctly  reflect  the 
Federal  standards.  In  accord  with  the  Federal 
regulations,  the  procedures  specify  the  manner  m 
which  tl^.  7gcncy  vyill  obtain  access  to  medical 
records  and  other  pertinent  mfonnation  and  the 

Telephone  interview  with  Jo  Ann  Lohcr,  Policy  and 
Planning  Manager,  Divisbn  of  Child  Protective  Services  (July 
21,  1938). 

»^  Telephone  interview  with  Kenneth  Fanderti,  Division  ( f 
Child  Protective  Services,  by  Issues  in  Lai  Jtd  Medicine  (June 
3a  1987). 
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manner  m  which  it  will  obtam  court  orders  for 
independent  medical  exe-^inations. 

The  Rhode  Island  procedures  do  not  specify  the 
method  for  obtaming  an  independent  third-party 
medical  expert  to  assist  the  CPS  worker  m  evaluat- 
mg  a  report  of  medical  neglect.  The  procedures 
merely  state: 

IL  PROCEDURE 


D.  llie  CPI  [Child  Protection  Investigator]  and  the 
"Baby  Doe"  Coordinator  will  discuss  the  situation  prior  to 
the  iiutiation  of  the  investigadve^  process. 

The  Department  must  investigate  the  allegation(s) 
in  accordance  with  standard  procedures  for  the  investiga- 
tion of  child  abuse/neglect. 

F.  The  "Baby  Doe"  coorH-nator  will  contact  the 
individual  designated  by  the  t  priate  hospital  to  gather 
preliminary  case  information,  ilie  Coordinator  and  CPI 
wDl  discuss  the  situation  prior  to  initiating  legal  proceed- 
ings. 

G.  The  CPI  will  contact  the  Department's  Legal 
Cc/unsel  to  initiate  the  necessary  legal  proceedings  to 
rbiiin  an  independent  medical  examination,  to  gain  access 
to  medical  records,  or  to  seek  a  court  order  for  medi- 
cci/suigical  treatment.^ 

Notwithstanding  a  reference  m  the  procedures  Tor 
a  court  order  for  an  mdependeht  medical  examina- 
tion, there  is  no  mention  of  any  method  for  obtaming 
an  independent  medical  consultant  to  do  the  exami- 
nation, review  the  medical  records,  or  otherwise 
assist  the  CPS  worker.  The  medically  untramed  CPS 
worker  appears  to  be  alone  m  detennimng  whether 
the  health  care  facility  is  fcoviding  appropriate 
treatment.  In  effect,  the  procedures  appear  to  autho- 
rize  the  CPS  worker  to  rely  m  some  cases  solely  on 
the  medical  mformation  received  from  the  hospital 
against  v/hich  the  complaiA^t  waj  lodged. 

The  most  serious  weakness  the  procedures, 
however,  is  that  they  appear  to  addiess  only  situa- 
tions in  which  parents  do  not  wish  to  provide 
treatment  despite  the  advice  of  the  child*s  physician. 
The  procedures  call  for  mtervention  m  only  one  set 
of  circumstances: 

^  Department  for  Children  and  Their  Familbs,  Procedure  foi 
Medical  Neglect  of  Infants  with  Life-Threatening  Disabilities, 
No.  428  at  3. 
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The  Department  shall  immediately  intervene  upon  receipt 
of  a  report  that  parents  refuse,  despite  the  advice  of  their 
jx  iysician,  to  coasent  to  further  evaluation  by  a  specialist 
or  to  the  transfer  of  their  mfant  to  a  more  specialized 
facility.  In  responding  to  reports  of  medical  neglect,  the 
Department  is  responsible  for  coordination  and  consulta- 
tion with  individuals  designated  by  each  hospital.  This 
communication  can  help  to  dimmish  disruption  to  the 
hospital  and  the  fanuly  during  the  course  of  the  child 
protective  .investigation.**^ 

There  appears  to  be  no  upecific  provision  for 
investigation  a  report  of  a  case  in  which  a 
physician,  with  or  without  the  concurrence  of  the 
parents,  is  denying  legally  required  treatment. 

Despite  their  apparenrtechnical  compliance  with 
the  CAA  in  a  number  of  respects,  the  Rhode  Island 
procedures  do  not  appear  to  be  designed  to  address 
the  most  typical  circumstance  in  which  treatment  is 
denied:  at  the  instance  of  ihe  child's  physician.  They 
also  provide  for  the  CPS  worker  to  place  undue 
reliance  on  the  judgment  of  the  health  facility  where 
neglect  is  alleged  to  be  occurring.  The  effectiveness 
of  any  investigation  to  discover  if  legally  mandated 
treatment  is  being  denied  would  be  significantly 
improved  were  the  agency  to  specify  procedures  for 
the  use  of  an  independent  third-party  medical 
consultant,  selected  v^th  *be  benefit  of  advice  from 
disability  rights  groups,  to  assist  the  CPS  worker  in 
all  nonfrivolous  cases. 

SOUTH  CAROLINA 

In  South  Carolina,  the  Child  Protective  and 
Preventive  Services  in  the  Department  of  Social 
Services  is  the  State  agency  responsible  for  enforce- 
ment  of  the  ChUd  Abuse  Amendments  of  1984 
(CAA). 

Upon  inquiry,  the  agency  state'!  that  it  had  not 
received  any  reports  of  medical  neglect  of  infants 
with  disabilities  since  the  regulations  went  into 
effect.*^^ 

The  agency  reported  that  when  developing  poli- 
cies for  the  implement***tion  of  investigative  proce- 
dures, it  bHd  "established  a  Task  Force  comprised  of 
representatives  from  the  medical  profession,  legal 

»•  .Department  for  Children  and  Their  Families,  Policy  for 
Medjcal  Krg!cct  of  Infants  with  Life-Threatening  Disabilities, 
No.'"428  at  2. 

»•  Letter  from  Marguerite  Campbell,  CPPS  Consultant,  Child 
Protective  and  Preventive  Services  to  Vincent  A.  Mulloy,  Office 
of  the  Genera:  Counsel,  U.S.  Commission  on  Civil  Rights  (July 
21»  1988). 

''I*  Letter  from  Pamela  Bond,  Project  Adminstrator,  Child 
Piotccti\e  and  Preventive  Services  and  Shirley  Fitz-Ritson, 


consultants  and  hospital  association  to  develop  the 
policy  and  procedures."****  There  was  no  indication 
that  disability  rights  groups  were  consulted. 

These  procedures  were  reviewed  for  compliance 
with  the  Federal  regulations  that  implements  the 
CAA.  The  definitions  of  terms  correctly  reflect  the 
Federal  standards.  In  accord  with  the  Federal 
regulations,  the  procedures  specify  how  the  depart- 
ment will  obtain  access  to  hospital  records  and  how 
it  vvill  obtain  court  orders  for  an  independent 
medical  examination  and  treatment.  In  addition, 
agency  procedures  also  present  a  detailed  method 
for  investigation  by  an  independent  medical  consul- 
tant to  conduct  an  examination,  review  the  medical 
records,  or  otherwise  assist  the  CPS  worker.  The 
procedures  indicate  that  the  medical  consultants  will 
be  neonatologist^  .  om  tertiary  unit  hospitals,  and  it 
is  specified  that  these  consultants  will  not  investigate 
in  the  region  where  they  practice.  The  procedures 
assume  the  agency  will  make  the  determination  of 
medical  neglect:  **The  Department  of  Social  Ser- 
vices will  make  thie  case  determination  based  on  the 
findmgs  of  the  medical  consultant,  interviews  with 
the  parents,  and  if  necessary,  collateral  contacts  with 
other  appropriate  individuals***" 

On  their  face,  the  South  Carolina  procedures 
appear  to  comply  with  the  requirements  of  the  CAA 
and  their  implementing  regulation. 

SOUTH  DAKOTA 

In  South  Dakota,  the  Child  Protection  Services 
Unit  in  vhe  Department  of  Social  Services  is  the 
State  agency  responsible  for  enforceinent  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

The  ardency  stated  that  it  had  not  received  any 
reports  of  medical  neglect  of  disabled  infants.*" 

The  agency  reported  that  it  had  consulted  with 
"medical  specialists**  in  the  development  of  proce- 
dures to  implement  the  CAA.  The  agency  described 
no  contact  with  disability  rights  groups.*'* 

The  procedures  were  reviewed  for  compliance 
with  the  Federal  regulations  that  implement  the 
CAA.  The  definition  of  the  term  'Vithholdinf  of 

Director,  Child  Protective  and  Preventive  Services,  to  Issues  in 
Law  and  Medicine  (Apr.  2,  1987). 

«"   Medical  Neglect  of  Disabled  Infants,  Procedures,  South 

Carolina  Department  of  Social  Services,  sec,  XVIII. 

««  Telephone  interview  with  Merlin  Weyer,  Program  Specialist, 

Child  Protection  Services  (July  28,  1988). 

«•    Letter  from  Merlin  Weyer,  Program  Specialist.  Child 

Protection  Services,  to  Issu:s  in  Law  and  Medicine  (Apr.  28, 

1987). 
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medically  indicated  treatment''  in  the  procedures  is 
consistent  with  Federal  regulation.  Enforcement 
mechanisms  that  are  required  to  be  specified  in  CPS 
agency  procedures,  such  as  the  manner  in  which  a 
CPS  will  obtain  medical  records  and  a  court  order 
for  independent  medical  examination,  are  also  set 
forth.  In  addition.  South  Dakota  ensures  that  an 
independent  medical  consultant,  not  affiliated  with 
the  hospital  or  a  resident  of  the  area,  will  conduct 
the  examination,  review  the  medical  records,  or 
otherwise  assist  the  CPS  worker.  However,  the 
procedures  include  no  definition  of  the  term  "in- 
fant" An  accurate  definition  that  corresponds  with 
theJFederal  regulation  should  be  incorporated  into 
the  State's  procedures  to  provide  notice  to  agency 
personnel,  parents,  and  medical  providers  of  the 
class  of  those  protected  by  the  detailed  Federal 
treatment  standards.  (See  Preface,  NOTE  E.) 

The  South  Dakota  procedures  contain  a  curious 
and  cumbersome  method  of  case  review  when  a 
hospital  has  an  infant  care  review  conunittee.  The 
agency  appears  to  have  made  an  attempt  to  involve 
the  committee  in  the  determmation  of  whether  a 
report  of  medical  neglect  is  "substantiated."  T^.e 
directive  states: 

IF  THE  INFANT  IS  IN  A  HOSPITAL  WITHANICRQ 
the  medical  consultant  will  contact  the  ICRC  representa- 
tive to  discuss  the  referral.  All  allegations  should  be 
presented  to  the  ICRC  reprt»entative.  If  the  ICRC  is 
aware  of  the  infant  and  if  both  the  ICRC  representative 
and  the  medical  consultant  agree  with  the  trc  'ment/care 
being  provided,  the  referral  will  be  considered  unsubstan* 
tiatedand  the  case  will  be  closed.  If  the  ICRC  is  not  aware 
of  the  infant,  the  ICRC  will  be  requested  to  review  the 
cas-*  The  findings  of  the  ICRC  as  to  the  appropriateness 
of  care  provided  will  be  reviewed  by  the  medical  consul- 
tant and  if  he  is  in  agreement  it  will  be  accepted  by  the 
DepartiTicnt.  If  it  is  decided  by  the  medical  consultant  that 
the  care  is  not  appropriate, "  but  the  ICRC  is  able  to 
institute  proper  care,  no  further  action  will  be  required. 
However  if  the  ICRC  is  not  able  to  ensure  adequate  care 
as  detemiined  by  the  medical  consultant,  the  medical 
consultant  shall  immediately  contact  one  of  the  listed  State 
Office  representatives  who  will  contact  the  States  Attor- 
neys Office  so  that  appropriate  legal  action  may  be  taken. 
The  ICRC  is  to  be  notified  of  such  action.  Appropriate 
legal  action  may  consist  of  a  court  order  ordering  an 
independent  medical  examination  of  the  infant  or  an  order 
requiring  medical  treatment."* 


These  provisions  are  not  as  egregious  an  abdica- 
tion of  agency  authority  as  those  in  other  States  that 
completely  defer  to  the  views  of  an  ICRC,  because 
an  agency  medical  consultant  has  the  final  word. 
However,  the  procedures  appear  to  go  beyond  the 
consultation  with  an  ICRC,  which  HHS  has  recog- 
nized as  proper,  to  an  unwarranted  integration  of  a 
committee  of  the  very  hospital  that  is  being  investi- 
gated into  the  agency  decisionmaking  process.  The 
agency's  deference  is  inappropriate  because  Federal 
regulations  clearly  require  the  State's  CPS  system  to 
make  the  determmation  whether  treatment  is  medi- 
cally mdicated.  (See  Preface,  NOTES  A  and  B.) 

In  a  number  of  respecis,  the  procedures  in  effect 
in  South  Dakota  are  in  compliance  with  the  CAA. 
However,  the  efiectiveness  of  any  medical  neglect 
investigation  would  be  substantially  improved  by 
correction  and  clarification  of  the  CPS  relationship 
with  the  ICRC.  In  addition,  the  definition  of 
"infant"  found  in  the  Federal  regulations  should  be 
added  to  the  South  Dakota  procedures. 

TENNESSEE 

In  Tennessee,  the  Child  Protective  Services  Unit 
within  the  Division  of  Social  Services  in  the  Depart- 
ment of  Human  Services  is  the  State  agency  respon- 
sible for  enforcement  of  the  Child  Abuse  Amend- 
ments of  1984  (CAA). 

The  agency  stated  that  there  had  been  no  reports 
of  medical  neglect  of  infants  with  disabilities  made 
to  the  agency  since  the  regulation  went  into  effect.*" 

The  agency  reported  that  it  had  created  the  policy 
without  the  assist^ce  of  any  outside  organization 
and  that  it  had  an  agreement  with  Vanderbilt 
Hospital  to  provide  instruction  to  CPS  staff  across 
the  State.*" 

The  agency's  policies  and  procedures  were  re- 
viewed for  consistency  with  the  Federal  regulations 
that  implement  the  CAA.  They  state: 

II.  Policy 

The  Department  of  Human  Services  will  accept  and 
investigate  all  leports  which  allege  that  a  disabled  infant 
is  bemg  deprived  of  nourishment  and/or  medically 
beneficial  treatment  solely  on  the  basis  of  his/her 
present  or  anticipated  mental  or  physical  impairment. 


!»  ^hild  Protective  Services  Procedures  Manual,  at  79.  Information  obtained  from  Gloru  Manhein.  Director,  Child 

with  Pat  Ovcrtonj  Director.  Child  Prctcctivc  Services,  by  Issues  in  Law  and  Medicine  (Jdy  13. 

Protective  t^cwices,  by  Commission  staff  (July  20.  1988).  1987),                                                     ^  * 
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The  Department  will  take  appropriate  action  to  prevent 
further  unlawful  medical  neglect  of  such  children.'" 

Enforcement  mechanisms,  such  as  the  method  by 
which  CPS  staff  will  obtain  the  infant's  medical 
records  or  the  method  by  which  the  agency  wih 
obtain  a  court  order  for  an  independent  medical 
examination  for  the  infant,  are  not  specifically 
spelled  out  in  the  neglect  of  handicapped  infants 
section  of  the  policy.  However,  the  agency  can 
demonstrate  its  ability  to  perform  these  requirements 
within  the  general  Child  Protective  Service  policy. 

However,  no  defmition  of  the  term  "infant"  is 
given  in  the  policy.  This  is  a  significant  deficiency. 
(See  Preface,  NOTE  E.)  A  defmition  of  the  term 
'^withholding  of  medically  indicated  treatment"  is 
also  absent  from  the  procedures.  Instead,  it  appears 
that  the  the  following  is  the  medical  treatment 
standard  the  agency  uses  to  determine  whether 
treatment  is  appropriate: 

F.  Decision  Making 

After  talking  with  the  parents,  medical  personnel,  ICRC, 
and  the  Child  Abuse  Review  Team,  the  staff  rcmi  decide 
which  action  to  take.  It  is  possible  to  seek  a  court  order  to 
require  medical  treatment  of  an  infant.  However,  the 
following  test  must  be  met  before  taking  such  action: 

"Is  a  health  care  provider,  solely  on  the  baas  of  present 
or  anticipated  physical  or  mental  impainne'-ts  of  an 
infant,  withholding  medical  treatment  or  nourishment 
from  the  infant,  who  in  spite  of  such  impairments  would 
medically  benefit  from  the  treatment  or  nourishment?" 

If  after  investigation  and  consultation,  the  counselor 
reasonably  beheves  or  suspects  the  above  test  has  been 
met,  he/she  should  prepare  a  legal  referral  to  seek  coiut 
ordered  medical  treatment  If  the  test  has  not  been  met 
then  the  case  should  be  closed."* 

This  definition  seems  more  appropriate  to  enforce- 
ment of  section  504  than  of  the  CAA.  To  comply 
with  the  CAA,  an  agency  must  employ  the  legal 
standard  of  o^are  it  contains,  n  legal  provision 
scrupulously  crafted  by  Congress  io  establish  only 
narrow  circumstances  in  which  maximal  treatment 
may  legally  be  withheld.  (See  P^efacts  NOTE  F.) 

To  the  Tennessee  agency's  credit,  a  cystematic 
and  objective  approach  to  investigating  a  report  of 
medical  negiect  is  stated  by  the  procedures.  The 


Department  of  Human  Services,  Child  Protective  Services 
Manual,  vol.  IV,  app.  I,  Cases  Involving  Failure  To  Provide 
Nourishment  and  Medically  Beneficial  Treatment  of  Disabled 
Infants  with  Ltfe  Threatening  Conditions  at  2. 
«•  /<£  at  4 


procedures  call  for  interviews  with  the  parents, 
mediral  personnel,  the  hospital's  ICRC,  and  an 
entity  that  apparently  reviews  all  reports  of  medical 
neglect: 

D.   Child  Abuse  Review  Team  Staffing 

These  cases  must  be  brought  to  the  Child  Abuse  Review 
Team  for  their  recommendations.  This  is  appropriate 
smce  the  Team  is  an  mdependent  review  committee 
with  medical  professionals.'" 

The  agency  reported  that  this  was  a  panel  composed 
of  medical  professionals.^ 

In  some  respects,  the  procedures  in  effect  in 
Tennese^  are  in  compliance  with  the  CAA.  How- 
ever, the  agency  regulations  do  not  properly  define 
the  terms  "infant"  and  the  terms  ^'withholding  of 
medically  indicated  treatment."  Both  of  these  terms 
are  absolutely  necessary  to  ensure  that  the  CPS 
agency  make  appropriate  determinations  concerning 
whether  the  medical  treatment  of  children  who  are 
the  subject  of  a  report  is  in  accord  with  Federal 
standards. 

TEXAS 

In  Texas,  the  Protective  Services  for  Families  and 
Children  in  the  Department  of  Human  Services  is 
the  State  agency  responsible  for  enforcement  of  the 
Child  Abuse  Amendments  of  19^  (CAA). 

The  agency  reported  that  in  developing  proce- 
dures for  enforcement  of  the  CAA,  "the  Dep  irtment 
consulted  with  various  public  and  private  groups 
including  the  Texas  Hospital  Association,  Texas 
Medical  Association,  Texas  Perinatal  Association, 
and  the  University  of  Texas  Sc^-ool  of  Nursing." 
The  agency  gave  no  indication  that  it  had  consulted 
any  disability  rights  groups.^* 

The  agency  reported  that: 

Since  October,  198f>,  one  report  has  been  received  by 
TDHS  (Tex'»s  Department  of  Human  Services]  indicating 
withholding  of  medical  treatment  of  a  5-year  old  severely 
handicarped  chUd.  Due  to  the  clald's  extreme  disabilities, 
the  parents  voluntarily  relinquished  parental  rights  to  the 
Department.  The  child  has  required  repeated  hospitaliza- 
tion due  to  pneumonia,  and,  the  medical  facility  where  tlie 
child  had  previously  been  taken  requested  permission  from 
the  Department  to  stop  treatment.  The  Department 
reque^t^  the  hospital  convene  an  ICRC  to  review  the 

Id.  at  3. 

^  Telephone  interview  with  Pat  Overton,  Director,  Child 
Protective  Services  (July  20,  1988). 

Letter  from  David  Brock,  Texas  Department  of  Human 
Services,  to  Issues  in  Law  and  Medicine  (Apr.  3,  1987). 
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child's  shaation,  but  the  facility  did  not  comply;  cc.ise- 
quently,  the  child  was  simply  moved  to  another  hospital 
where  appropriate  treatment  was  obtained.  The  child 
continues  to  receive  treatment  from  this  facility  without 
difficulty.*" 

The  Texas  procedures  were  reviewed  for  comrli- 
ance  with  the  Federal  regulation  implementing  the 
CAA.  Enforcement  mechanisms  required  by  the 
Federal  regulation  to  be  specified  in  CPS  agency 
procedures,  such  as  the  manner  in  which  a  CPS 
agency  will  obtain  medical  records  and  court  orders 
for  independent  medical  evaluations,  are  appropri- 
ately included.  A  definition  of  "withholding  of 
medically  indicated  treatment*'  is  included  that 
correctly  states  the  Federal  standard.  However, 
there  is  no  definition  of  the  term  **infant.**  This  is  a 
serious  deficiency,"' 

The  Texas  procedures  technically  comply  in  most 
respects  with  the  CAA,  but  other  clauses  disclose 
flaws.  For  example,  mi.mediately  following  the 
definition  of  "withholdmg  of  medically  indicated 
treatment,"  the  procedures  state: 

If  the  Department  receives  a  report  alleging  medical 
neglect  consistent  with  the  abovt  definition  and  involving 
allegations  against  the  medical  facility  or  medical  person- 
nel, the  focus  of  the  investigation  is  to  make  sure  that  the 
parents  or  other  caretakers  authorized  to  consent  to 
medical  trealment'have  been  provided  with  all  reasonably 
available  information  regarding  possible  medical  treatment 
or  resources  for  the  child."* 

This  instruction  undermines  the  concept  that  there 
are  medical  treatment  standards  in  effect  that  are  to 
be  enforced  by  the  State  CPS,  hnplying  that  a 
decision  to  deny  treatment  in  violation  of  the  legally 
mandated  standard  of  care  will  not  be  disturbed  if  it 
is  "informed"  Moreover,  despite  the  policy's  state- 
ment that  CPS  must  ensure  that  **all  reasonably 
available  information"  is  to  be  made  available,  the 
procedures  do  not  specify  the  method  for  obtaming 
an  independent  third-party  medical  expert  to  assist 
the  CPS  worker  in  evaluating  a  report  of  medical 
neglect.  The  procedures  merely  state: 

6.  If  an  indq>endent  medical  examination  appears  neces- 
sary to  assure  an  appropriate  resolution  of  a  report  of 

In  tetter  dated  Oct.  5,  1988,  the  assistant  commissioner  for 
Protective  Services  for  Families  and  Children  Branch,  responding 
to  relevant  portions  of  the  Commission's  draft  report,  acknowl- 
edged that  "Pit  is  correct  that  Texas  docs  not  defme  the  term 
'infant'  in  either  the  Texas  Family  Code  or  the  Tern  Department 
of  Human  Serwces  Child  Protective  Services  Handbook." 
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medical  neglect,  staff  must  determine  whether  an  indepen- 
dent medical  opinion  is  available.  Resources  for  payment 
of  such  an  examination  include  the  parents  (directly  or 
through  insurance),  medical  schools  or  other  community 
medical  resources,  county  funds  or  Title  IV-B  funds."* 

Perhaps  the  most  disturbing  indication  of  this 
agency's  attitude  toward  reports  of  medical  neglect 
of  handicapped  infants  is  in  a  statement  made  by*  a 
Texas  CPS  administrator  to  Commission  staff.  When 
asked  if  there  had  been  any  reports  of  withholding 
medically  indicated  treatment  in  the  State  of  Texas 
in  the  last  year,  he  replied  that  there  had  not  and 
described  this  form  of  medical  neglect  as  a  '^misun- 
derstood  issue  caused  by  an  extraordinary  event  in 
Bloomington,  Indiana.  This  is  primarily  an  issue 
related  to  parents'  a;.  I  physicians'  decisions  con- 
cerning treatment  of  the  child— it  is  a  medical  issue, 
not  a  political  issue. 

Apart  from  the  significant  omission  of  a  definition, 
Texas  procedures  are  in  most  respects  in  technical 
compliance  with  the  CAA.  However,  the  agency 
appears  ambivalent  toward  its  responsibility  to  carry 
out  the  terms  of  the  CAA.  Furthermore,  the  effec- 
tiveness of  any  investigation  to  discover  if  treatment 
is  legally  appropriate  would  be  substantially  im- 
proved were  the  agency  to  specify  the  use  of  an 
independent  third-party  medical  consultant  (selected 
with  the  benefrt  of  advice  from  disability  groups)  to 
participate  in  the  investigation. 

UTAH 

The  Utah  Division  of  Family  Services  in  the 
Department  of  Social  Services  is  the  State  agency 
responsible  for  enforcement  of  the  Child  Abuse 
Amendments  of  1984  (CAA). 

The  agency  states  that  it  has  never  received  a 
report  alleging  the  withholding  of  medically  indicat- 
ed treatment  from  an  infant  with  disabilities.  The 
staff  person  interviewed  by  Commission  staff  volun- 
teered  that  he  was  not  surprised  that  there  had  not 
been  reports  of  denial  of  treatment  to  disabled 
infai^ts  because  "a  *Baby  Doe'  siiuat;im  would  most 
likely  result  in  a  collusion  between  the  parents  and 
the  physician.  We  would  have  to  depend  on  some- 
one else  in  the  intensive  care  unit  to  report  denial  of 

Texas  Department  of  Human  Services,  Memorandum  from 
James  Marquart,  Assistant  Commissioner,  Protective  Services  for 
Families  and  Children  Branchy  lo  Regional  directors  for  Families 
and  Children  at  2. 

Id,  at  X 

Telephone  interview  with  David  Brock,  Texas  Department 
of  Human  Services  (July  29,  1988). 
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treatment  to  handicapped  infants."*"  To  cultivate 
such  sources,  the  staff  person  reported  that  his  office 
attempts  to  meet  with  staff  in  Utah's  tertiary  unit 
hospitals  at  least  once  a  year  to  inform  them  of  their 
obligation  to  report  these  cases.^ 

Procedures  to  implement  the  CAA  >yere  devel- 
oped by  "an  Advisory  Committee  composed  of 
professionals  in  Child  Protective  Services  and  a 
local  pediatrician  specializing  in  neonatology."^ 
DisabUity  rights  groups  do  not  appear  to  have  been 
consulted  in  the  development  of  these  procedures. 

The  procedures  were  reviewed  for  consistency 
with  the  Federal  regulation  that  implements  the 
CAArThe  enforcement  mechanism  to  obtain  medi- 
cal records  from  the  hospital  is  set  forth  in  the 
procedures.  However,  the  Utah  procedures  inaccu- 
rately restate  two  critical  definitions  of  terms  in  the 
Federal  rule. 

First,  the  definition  for  the  term  "withholding  of 
medically  indicated  treatment"  from  a  disabled 
infant  is  only  partially  restated  and  what  is  presented 
adds  an  in',  ^rrect  treatment  exception  for  disabled 
infants.  The  agency  definition  completely  omits  the 
Federal  requirement  that  "appropriate  nutrition, 
hydration,  and  medication"  must  always  be  given  an 
iirfant  with  a  disability.  Furthermore,  in  defining 
exceptions  to  the  normal  requirement  of  maximal 
treatment,  the  procedures  incorrectly  state  that 
treatment  is  not  necessary  when  "(3)  the  treatment 
itself  under  such  circumstances  would  be  inhu- 
mane."^ 

This  is  a  extremely  significant  misstatement  of  the 
third  treatment  exception  of  the  Federal  regulation. 
Under  this  exception,  treatment  is  not  mandated 
when  "the  provision  of  rach  treatment  would  be 
virtually  futile  in  terms  of  the  survival  of  the  infant 
and  the  treatment  under  t  ^e  circumstances  would  be 
inhumane."***  In  the  Federal  guidelines,  mhumane 
treatments  are  those  pursued  although  recognized  a^ 
virtually  futile  with  regard  to  the  infant's  survival. 
The  Utah  procedures  separate  the  linkage  between 
virtual  futility  and  inhumaneness,  and  establish 
"inhumane  treatment"  as  a  separate  and  freestanding 

^  Telephone  interview  with  Gary  Jensen,  Program  Specialist, 
Division  of  Family  Services  (/*ug.  2,  1988). 
«•  Id 

Letter  from  Gary  Jensen,  Program  Specialist,  Division  of 
Family  Services,  to  Issues  in  Law  and  Medicine  (May  14,  1987). 
»o  Utah  Department  of  Social  Services,  Division  of  Family 
Services,  Imi^ementing  Policy  for  Investigation  of  Allegations  of 
Withholding  of  Medically  *  itcd  Treatment  To  Disabled 
Infants  with  Life  Threatening  Conditions  IL  B. 

45  CF.R.  §1340.*5(bX2Xiii). 


category.  The  inherent  danger  in  such  a  construc- 
tion is  the  necessary  subjectivity  involved  in  deter- 
mination of  what  is  ''inhumane,"  an  invitation  to  the 
use  of  quality  of  life  considerations,  which  the  CAA 
intends  to  foreclose  in  its  formulation.  (See  Preface, 
NOTE  F.) 

In  a  September  24,  1988,  letter,  the  agency 
responded  to  a  preliminary  draft  of  this  report  and 
attempted  to  address  this  criticism.  However,  it 
made  no  effort  to  explain  or  justify  its  misstatement 
of  the  legal  standard  of  care.  Instead,  the  agency's 
response  concentrated  on  its  exclusive  authority  to 
conduct  the  investigation: 

The  quote  received  appears  to  indicate  that  the  treating 
physician  is  the  one  who  determines  the  "inhumane" 
treatment.  As  I  view  the  entire  section  of  procedures  I 
interpret  it  to  be  referring  to  the  treating  physician  not 
having  that  exclusive  authority.  That  is,  an  investigation 
would  be  merited  to  gain  consensus  on  the  inability  to 
ameliorate  the  life  threatening  conditions  which  results  in 
the  treatment  being  inhumane."' 

Efforts  to  gain  "consensus"  on  such  a  point 
violate  the  Federal  rule,  which  requires  that  the 
humaneness  of  treatment  can  only  be  considered  in 
conjunction  after  it  has  been  determined  that,  even 
with  treatment,  there  is  only  a>  remote  possibility  of 
the  child's  long  term  ability  to  survive. 

The  Utah  procedures  also  inaccurately  define  tlie 
term  **infant"  to  mean  only  an  infant  less  than  1  year 
of  age.**'  This  1-year  limitation  is  clearly  underin- 
clusive  enforcement  of  the  CAA,  and  under  it  the 
agency  fails  to  protect  a  large  group  of  those 
required  to  be  protected  by  Federal  law.  Comment- 
ing on  relevant  portions  of  a  draft  of  the  Commis- 
sion report,  the  agency  stated: 

The  state  has  defined  infant  for  purposes  of  these  special 
procedures  at  under  one  year,  however,  our  child  neglect 
laws  have  mandated  investigation  of  medical  neglect  for 
ciilldren  from  birth  to  age  18  since  the  initial  legislation.  I 
do  not  see  the  expressed  conflict  in  Utah's  definition  and 
the  regulation  cited  except  that  the  cumbersome  proce- 
dures are  not  in  play  after  the  child  reaches  one  year.*** 

Letter  from  Gary  Jensen,  Protective  Service  Specialist, 
Division  of  Family  Services  to  T.  Burke  Balch,  Office  of  the 
General  Counsel,  U.S.  Commission  on  Civil  Rights  (Sept.  24, 
1988). 

*"  Utah  Department  of  Social  Services,  Division  of  Family 
Services,  Implementing  Policy  for  Investigation  of  Allegations  of 
Withholding  of  Medically  Indicated  Treatment  To  Disabled 
Infants  with  Life  Threatening  Conditions  IL  C. 
***  Letter  from  Gary  Jensen,  Protective  Service  Specialist, 
Division  of  Family  Services  to  T.  Burke  Balch,  Ofiice  of  the 
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This  reply  evades  the  point  that  the  medical  treat- 
ment standards  for  disaoled  infants,  the  "cumber- 
some procedures"  as  the  agency  describes  them, 
must  be  applied  under  Federal  law  tu  medicai 
judgments  concerning  infants  with  disabilities  be- 
yond the  first  year.  (See  Preface,  NOTE  E) 

A  further  weakness  in  the  Utah  procedures  is  that 
there  is  no  specification  of  the  method  for  obtaining 
an  Independent  third-party  medical  expert  to  con- 
duct the  examination,  review  the  medical  records,  or 
otherwise  assist  the  CPS  worker  in  evaluating  a 
report  of  medical  neglect.  Notwithstanding  a  refer- 
ence that  "DFS  will  provide  outside  medical  evalu- 
ations as  requested,"  there  is  no  provision  "for  a 
court  order  for  an  independent  medical  examina- 
tion" specified  in  State  agency's  procedures  as 
required  by  the  Federal  regulations.  (See  Preface, 
NOTE  D.)  The  medically  untrain<»d  CPS  worker 
appears  to  be  alone  in  determining  whether  the 
health  care  facility  is  providing  appropriate  treat- 
ment. In  fact,  according  to  the  policies,  before 
making  a  determination  as  to  the  appropriateness  of 
the  treatment,  the  CPS  worker  is  instructed  to 
requ'-'*  the  infant  bioethics  revitjw  committees  to 
convene  and  review  the  case  in  instances  where  such 
a  committee  exisU,.  In  effect,  the  procedures  appear 
to  authorize  the  CPS  worker  to  rely  in  some  cases 
solely  on  the  medical  information  received  "rom  the 
very  hospital  against  which  the  complaint  was 
lodged. 

In  shor^,  the  Utah  procedures  are  completely 
contrary  '.o  Federal  standards.  The  effectiveness  of 
any  investigation  to  discover  if  treatment  is^medical- 
ly  correct  would  be  substantially  improved  were  the 
agency  to  specify  the  use  of  an  independent  third- 
party  medical  consultant,  selected  with  the  benefit  of 
advice  from  disability  groups,  to  assist  the  CPS 
worker  in  all  nonfrivolous  cases.  The  procedures  are 
out  of  compliance  with  Federai  law  when  they 
present  an  underinclusive  definition  of  those  to  be 
protected  by  the  CAA,  when  they  erroneously  state 
that  treatment  need  not  be  provided  to  a  disabled 
infant  if  the  treating  physician  considers  it  as 
"inhumane,"  and  when  they  completely  omit  the 
legal  requirement  that  infants  with  disabilities  must 
always  be  given  appropriate  nutrition,  hydration, 
and  medication.  The  Utah  procedures  ^^^peax  to 

General  Jounsel,  U.S.  Commission  on  Civi!  ^jghts  (Sept.  24» 
1988). 

Telephone  interview  with  Mr.urcen  Thompson,  Case  Review- 
er, Division  of  Family  Services  (Aug.  10,  1988). 


allow  the  starvation  of  infants  with  dl<;abilities  if 
there  is  a  "consensus"  between  the  treating  ohysi- 
cian  and  the  CPS  agency  that  to  do  so  wOvild  be 
"humane."  Finally,  Utah's  characterization  of  the 
pro*  aive  requirements  of  the  CAA  as  "cumber- 
scne  procedures"  bespeaks  an  agency  more  interest- 
f  i  in  evading  than  enforcing  them. 

VERMONT 

The  Vermont  Division  of  Social  Services  is  the 
State  agency  responsible  for  enforcement  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

The  agency  reported  that  there  hud  been  no 
reports  of  medical  neglect  of  infants  with  disabilities 
since  the  regulation  went  into  efFect.^^' 

There  is  no  record  that  disability  rights  groups 
were  consulted  in  the  formulation  of  State  policy  for 
a  medical  neglect  cases.  The  agency  reported  that  it 
consulted  the  Vermont  chapter  of  the  American 
Academy  of  Pediatrics  and  a  representative  from 
Vermont's  only  tertiary  care  hospital.^^' 

Agency  procedures  were  reviewed  to  determine 
consistency  with  Federal  law.  Enforcement  mecha- 
nisms that  are  required  by  the  Federal  regulation  to 
be  specified  in  CPS  procedures,  such  as  the  manner 
in  which  a  CPS  will  obtain  medical  records  and  a 
court  order  for  independent  medical  examination, 
are  set  forth.  The  definition  of  "withholding  of 
medically  indicated  treatment,"  which  establishes 
the  standard  of  care,  parallels  that  in  the  Federal 
regulation.  However,  no  definition  is  given  for  the 
term  "infant,"  which  would  establish  the  class  of 
those  protected  by  that  standard  of  care.  ^See 
Preface,.  NOTE  E.) 

The  agency  procedures  indicate  jhat  it  alone 
makes  the  determination  whether  treatment  of  a 
child  who  is  the  subject  of  a  complaint  of  medical 
neglect  is  in  accord  with  the  standards  set  forth  in 
the  CAA.  To  assist  in  this  task,  the  procedures 
instruct  the  cast  /orker  to  "consult  with  the  Pediat- 
ric Consultant  fc  *  Infant  Care  Review  (PC/ICR)  to 
obtain  the  information  and  treataent  recommenda- 
tions necessary  to  the  investigation  and/or  to  devel- 
op a  case  plan."  The  procedures  state  that  "[t]he 
investigation  of  the  report  remains  open  pending 
assurance  that  the  PC/ICR  consultation  occurs 

**•  Telephone  interview  with  Ellen  Fuman,  Department  of 
Socbl  and  Rehabilitation  Services^  by  Issues  in  Law  and  Medicine 
(June  16.  1987). 
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immediately  and  that  the  recommendations  of  th^^ 
PC/ICR  arc  implemented."^' 

Apart  from  the  significant  omission  of  a  definition 
of  class  of  chUdren  protected,  on  their  face  the 
Vermont  procedures  appear  to  comply  with  the 
CAA  anJ  their  implementing  regulation. 

VIRGINIA 

Virginia  Child  Protective  Services  (VCPS)  in  the 
Department  of  Social  Services  (DSS)  is  the  State 
agency  responsible  for  enforcement  of  the  Child 
Abuse  Amendments  of  1984  (CAA). 

In  developing  its  policies  and  procedures,  DSS^ 
appears  to  have  placed  more  emphasis  on  securing 
views  of  health  care  providers— those  being  regulat- 
ed—than of  groups  representing  people  with  disabil- 
ities—those being  protected.  Only  a  State  agency 
was  consulted  for  disability  rights  views;  no  private 
disabiliiy  rights  advocacy  organizations  were  con- 
tacted, while  the  views  of  all  the  hospitals  in  the 
State  were  solicited. 

Our  procedures  were  developed  with  the  guidance  of  staff 
from  the  three  major  teaching  hospitals  in  our  state.  Staff 
involved  included  physicians,  nurses,  administrators,  cler- 
gy, ethics  committee  members  and  social  workers.  Addi- 
tionally, .the  procedures,  once  drafted,  were  shared  for 
comment  with  all  of  the  hospitals  in  tlie  state  as  well  as  all 
of  the  departments  of  social  services  who  would  be 
providing  protective  services.  Our  attorney  provided  legal 
review  and  the  State  Department  for  the  Rights  of  the 
Disabled  was  consulted.*** 

Asked  to  comment  on  this  criticism,  DDS  re- 
sponded to  the  Commission  that  it  solicited  input 
from  the  Virginia  Department  for  the  Rights  of  the 
Disabled  "as  an  advocacy  office  for  all  of  the  private 
disability  rights;  advocacy  organizations  and  individ- 
uals in  the  State."  On  the  other  hand,  DDS  main- 
tained, "[vjtews  of  all  hospitals  were  solicited  since 
there  was  no  central  organization  which  represented 
their  collective  interests."*^* 

The  State's  procedure's  were  reviewed  fo"  compli- 
ance with  the  Federal  regulation  implenienting  the 


CAA.  A  definition  of  the  terra  "withholding  of 
medically  indicated  treatment"  is  present  in  the 
procedures  and  is  consistent  with  the  Federal  reg*  ia- 
tior  Enforcement  mechanisms  required  by  the 
Federal  regulation  to  be  specified  in  CPS  agency 
procedures^  such  as  the  manner  in  which  a  CPS 
agency  will  obtain  medical  records  and  court  orders 
for  indep  -  lent  medical  evaluations,  are  also  includ- 
ed. The  ^  jedures  include  no  definition  of  the  term 
"infant."  However,  a  pamphlet  published  by  the 
Commonwealth  of  Virginia  for  health  care  provid- 
ers inaccurately  defines  an  bfant  as  "A  child  less 
than  one  year  of  age."*«>  (See  Preface,  NOTE  E.) 

A  further  weaknesris  that  the  procetlures  do  not 
specify  the  method  for  obtaining  an  independent 
third-party  medical  expert  to  assist  the  CPS  worker 
in  evaluating  a  report  of  medical  neglect. 

SPECIAL  CONSIDERATIONS/PROCEDURES  FOR 
INVESTIGATING  COMPLAINTS  OF  WITHHOLD- 
ING MEDICAL  TREATMENT  OF  HANDICAPPED 
INFANTS 


0  if  it  appears  that  it  is  a  situation  of  medical  neglect, 
determine  if  immediate  actions  are  necessary  to  maintain 
the  child 

— rAe  worker  must  assess  the  immediate  situation  utilizing 
any  vailable  information  fr\^m  the  attending  physician, 
othe  appropriate  resources  /» ^m  the  hospital  and  the 
complainant.  Access  to  th^  medical  records  and  an 
independent  medical  exam  of  the  infant  are  to  be 
obtained  with  a  court  order  when  needed  to  assess  the 
situation."* 

Notwithstanding  the  reference  to  a  court  order 
for  an  independent  medical  examination,  there  is  no 
mention  of  any  method  for  obtaining  an  independent 
medical  consultant  to  conduce  the  examination, 
review  the  medical  records,  or  oth  /wise  assist  the 
CPS  worker.  Asked  to  comment  upon  this,  the 
Virginia  Department  of  Social  Services  responded 
that  "the  procedures  do  not  include  specific  instruc- 
tions nn  how  to  obtain  medical  consultation  because 


Department  of  Social  and  RchtbiliUtion  Services  Policy 
Manual,  pt.  IV-E-16a. 

»•  Letter  frjm  Janinc  Tondrowtki.  Program  Specialist.  Child 
Pn>tcctive  Services,  to  Iszues  in  Law  end  Medicine  (June  16. 
^987),  ^.  . .      ^  ^  . 

«»  Utter  from  D.  Ray  Sirry.  Director.  Division  of  Service 
Progntms.  Department  of  Social  Services.  Commonwealth  of 
Virginia,  to  William  J.  Howard.  General  Counsel.  U.S.  Commis- 
sion on  Civil  Rights  (Oct.  6.  1988). 


»*«  Virginia  Department  of  Social  Scrvioa  i'olicics  and  Proce- 
dures, app.  II,  vol.  VII.  sec.  III.  ch.  A.  at  6.1.  In  commenting  upon 
this.  VCPS  advised  the  Commission  tha(  it  plans  to  revise  the 
definition  of  infant  contained  in  its  pamphlet  to  include  the 
definition  spee  ded  in  the  Federal  regulations.  Letter  from  Janine 
Tondrowski,  ogram  SpecialUt.  Child  Protc.Uive  Services,  to 
Issues  in  Law  jnd  Medicine  (June  16.  1987). 
»«>  Virginia  Department  of  Social  Services  Policies  and  Proce- 
dures, app.  II,  vol.  VII,  sec.  Ill,  ch.  A,  at  63,  (emphasis  added). 
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this  is  a  function  of  the  state  officc,"^«  It  further 
stated: 

Contacts  were  made  and  developed  across  the  state  to 
enable  this  consultation  to  take  place  when  necessary.  In 
the  event  of  a  complaint,  the  local  department  rcceivmg 
the  complaint  is  to  contact  the  CPS  Hotline.  This  contact 
initiates  involvement  of  the  state  level  policy  specialist 
who  would  coordinate  any  needed  consultation.  Because 
of  the  geography  of  the  Commoawealth,  it  was  deter- 
mined impractical  to  choose  one  medical  consultant 
Additior*ally,  because  of  the  adverse  reaction  to  the  initial 
regulations  set  out  by  the  Federal  government,  no  one 
physician  was  willing  to  accept  such  a  rcspondbility. 
However,  a  number  of  cpecialists  in  neonatal  medicine  did 
agree  to  serve  in  a  consulting  capacity  on  a  casc-by-case 
ba^s.  should  the  need  ans;^. 

The  agency  reported  m  its  letter  to  the  Commis 
sion  of  October  6,  1988,  that  to  date  it  had  uoi 
received  any  coi-J.p5^iits  requiring  mvestigatioa  un- 
der its  regulations,  in  addition,  the  agency  had 
previously  \  ^  oned,  in  June  1987,  that  there  had 
been  no  reports  of  disabled  infants  having  been 
defied  medical  treatment.'** 

In  some  respects  thn  procedures  ui  effect  in 
Virginia  are  m  substantial  complicnce  with  the 
CAA.  However,  the  effectiveness  of  any  mvestiga- 
tion  to  discover  if  treatment  '5  medically  correct 
would  substantially  improved  were  the  agency  to 
specify  in  its  procedures  the  use  of  an  mdepcndent 
third-party  medical  consultant,  selected  with  the 
benefit  of  advice  from  disability  groups,  to  assist  the 
CPS  worker  in  all  nonfrivolous  cases.  In  addition, 
the  definition  of  'Infant"  m  the  Federal  regulations 
should  be  added  to  the  Virginia  procedures. 

WASHINGTON 

In  Washingt-/n,  the  Division  of  Children  and 
Family  Services  m  the  Department  of  Social  and 
Health.  Services  i$  the  State  agency  responsible  for 
enforcement  of  the  Child  Abuse  Amendments  of 
1984  (CAA). 

The  agency  state^J  that  it  was  aware  of  three 
reports  of  medical  peglect  of  infants  with  disabilities 
since  1985,  but  it  coiJd  not  report  a  definite  figure 

***  Letter  from  D.  Ray  Sirry,  Director,  Division  of  Service 
Program,  to  William  J.  Howard,  General  Counsel,  U.S.  Commis- 
sion on  Civil  Rights  (OcL  6,  1988). 

Letter  from  Janinc  Tondrow^,  Program  Specialist,  Child 
Protective  Services,  to  Issues  In  Law  arid  Medicine  (June  16, 
1987). 

*•*  Letter  from  Rii  .hard  Winters,  Program  Manager,  Division  of 
Children  aiid  Family  Services,  to  Issues  In  £mw  and  Medicine 
(Mar.  31,  1987). 
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because  a  separate  reportmg  category  does  not  ex 
for  these  cases.  "In  each  instance,  the  hospital 
reported  to  CPS  sieeking  court  intervention  to 
permit  continued  treatment.  The  courts  intervenecf 
and  all  three  children  are  surviving."'** 

In  a  followup  inquiry  by  Commission  staff,  the 
agency  stated  that  an  additional  case  had  been 
repo-"^.  The  staff  perton  stated  that  all  but  one  of 
the  .sports  in  the, past  3  years  had  occurred  when  a 
doctor  wished  to  provide  treatment,  but  the  parents 
refused  to  consent.'** 

To  develop  procedures  for  implementation  of  the 
CAA,  the  agency  reported  that  it  convened  a  Baby 
Doc  Adv£r<ory  Committee  composed  of  practicing 
pediatriciami.  healtli  care  providers,  representatives 
jf  the  Washington  State  Hospital  Association,  the 
Washington  Chapter  of  the  American  Academy  of 
Pediatrics,  the  Washington  State  Medical  Associa- 
tion, the  Developmental  Disabilities  Planning  Coun- 
cil, and  numerous  State  agencies.^** 

These  proc^ures  were  reviewed  for  consistency 
with  the  Federal  standards.  They  set  forili  an 
enforcement  mechanism  to  obtam  medical  records 
from  the  hospital.  However,  the  State  policy  fails  to 
specify  how  a  "a  court  order  for  an  independent 
medical  examination  of  the  infant"  wUl  he  obtained 
by  the  agency,  as  required  by  the  Federal  regulation. 
(See  Preface,  NOTE  D.) 

A  further  weakness  of  the  Washington  procedures 
is  the  complete  absence  of  defudtion  of  terms  used  in 
the  Federal  rule.  Although  the  agency  uses  the 
phrci  *  Mthholding  of  medically  indtoated  treat- 
ment" when  it  instructs  CPS  staff  to  pursue  a 
dependency  action  to  prevent  such  a  withholding,  it 
merely  states  "[s]uch  treatment  is  not  limited  to  the 
providing  of  appropriate  nutrition,  hydration  and 
medication  regardless  of  the  infant's  condition  or 
prognosis."**^ 

This  clause  is  hardly  mstructive  to  the  person 
given  the  duty  to  enforce  the  law.  (See  Preface, 
NOTE  F.)  In  addition,  the  term  "infant"  is  not 
defined  in  the  procedures.  (See  Preface,  NOTE  G) 

Telephone  interview  with  Richard  Winters,  Program  Manag- 
er, Division  of  Children  and  Family  Services,  by  Commission 
staff  (Aug.  1,  1988). 

Letter  from  Richard  Winters,  Program  Manager,  i>ivision  of 
Children  find  Family  Services,  to  Issues  la  Law  and  Medkt»^ 
(Mar.  31,  1987). 

Division  of  Family  a-id  Children's  Services  Manual,  h 
26.33(F)(7). 


The  most  egregious  failure  of  the  Washington 
procedures,  however,  is  that  they  indicate  the  CPS 
agency  has  ignored  the  legal  requirement  for  inde- 
pendent CPS  investigations  of  a  report  of  medir-al 
neglect  of  a  disabled  infant  and  assigned  this  task,  at 
least  partially  and  perhaps  wholly,  to  a  hospital 
infant  care  review  committee.  The  procedures  direct 
the  CPS  worker  to  consider  a  referral  as  unfounded 
when:  "[t]he  medical  records  indicate  that  the 
attending  Physician's  plan  to  withhold  medical 
treatment  has  been  reviewed  and  concurred  in  by 
two  (2)  consulting  physicians  or  an  infant  care  review 
committee  (or  similar  institutional/medical  review) 
which  includes  the  concurrence  [oj]  two  (2)  consulting 
physicians.'"^^  In  effect,  the  procedures  abdicate 
determination  of  whether  a  hospital's  staff  is  illegally 
denying  treatment  to  a  committee  of  the  hospital,  or 
even  to  any  two  consulting  physicians  presumably 
selected  by  the  very  doctor  who  is  alleged  to  be 
engaged  in  medicai  neglect,  (See  Preface,  NOTES 
A  and  B.) 

Thus,  the  Waohington  CPS  agency  has  wrongful- 
ly delegated  its  investigative  authority  to  the  hospi- 
tal ICRC  (or  similar  institutional  or  medical  review 
board)  to  determine  the  legal  question  of  whether 
there  is  discriminatory  denial  of  medical  treatment. 
In  GO  doing,  the  agency  has  distorted  the  CAA's 
intent  to  create  a  strong  enforcement  mechanism  to 
ensure  legally  mandated  treatment  for  children  with 
disabilities. 

In  virtually  all  significant  respects,  Washington  is 
out  of  compliance  with  the  Child  Abuse  Amend- 
ments and  their  implementing  regulation. 

WEST  VIRGINIA 

In  West  Virginia,  Ser\'ices  to  Families  and  Chil- 
dren in  the  Division  of  Social  Services  of  the 
Dei^artment  of  Human  Services  is  the  State  agency 
responsible  for  enforcement  of  the  Child  Abuse 
Amendments     1984  {CAA). 

The  agency  stated  that  there  has  never  been  a 
report  of  medical  r.^jlcct  regarding  a  disabled  infant 
made  to  it**' 

The  agency  reported  that  in  the  development  of 
procedures  to  implement  the  CAA  it  consulted 

***  /<£  at  (FX5)  (emphasis  added), 

M  Telephone  interview  wiUi  Rozclla  Archer,  Director,  Services 
to  Families  and  Children  (July  25,  1988). 

Telephone  interview  with  Michael  OTarrell,  Division  of 
Socitl  Services,  by  Issues  in  Law  and  Medicine  (J  me  9,  1987). 


hospitals  that  provide  neonatal  services  but  did  not 
consult  with  disability  rights  groups.**^ 

These  procedures  were  reviewed  for  consistency 
with  Federal  law.  The  agency's  procedures  arc  in 
compliance  with  Federal  regulations  with  respect  to 
specifying  enforcement  mechanisms  for  the  manner 
in  which  a  CPS  agency  will  obtain  medical  records 
and  a  court  order  for  independent  oedical  evalu- 
ation. However,  completely  absent  from  the  proce- 
dures is  any  definition  of  what  constitutes  a  "with- 
holding of  medically  indicated  treatment,"  which 
would  establish  the  standard  of  care,  or  who  belongs 
to  the  protected  class  "infant."  Both  of  these  terms 
are  necessary  parts  of  the  procedures  and  give  CPS 
workers  the  ability  to  determine  if  the  treatment  of  a 
particular  child  is  in  accord  with  Federal  staiidards. 

In  an  October  6,  1988,  letter  in  response  to  a 
preliminary  draft  of  relevant  portions  of  the  Com- 
mission report,  the  commissioner  of  the  West  Vir- 
ginia Department  of  Human  Services  stated  that 
because  it  anticipated  few  reports  of  this  nature,  it 
had  not  developed  a  separate  system  to  respond  to 
these  reports.  She  stated,  "'t  v/as  not  our  intention  to 
misdefine  any  of  the  teuQj  associated  with  this  issue. 
It  is  our  expectation,  based  upon  experiencing,  that 
any  questions  as  to  whether  or  not  a  child  is 
neglected  will  be  referred  to  our  State  Office  for 
review  and  final  decision.""*  The  Federal  regula- 
tion is  precise,  however,  in  requiring  tjiat  procedures 
be  in  writing,"*  not  lef^  to  ad  hoc  determination  on 
a  case  by  case  basis.  Concerning  the  lack  of  a 
definition  for  the  class  of  those  protected  under  the 
CAA,  the  agency  responded:  "Our  staff  do  not  make 
distinctions  between  infants  less  than  or  more  that 
twelve  months  of  age  in  responding  to  a  report  of 
medic-  neglect.""*  However,  the  CAA  requires 
that  the  precise  and  detailed  standard  of  care  it 
contains,  rather  than  a  generalized  definition  of 
medical  neglect,  be  applied  with  regard  to  the  class 
of  "disabled  infants  with  life-threatening  condi- 
tions." (See  Preface,  NOTE  E.) 

Even  more  seriously,  the  procedures  explicitly 
abdicate  the  agency'.«  responsibility  under  Federal 
law,  to  investigate  reports  of  medical  neglect  of 
infants,  to  the  hospital  that  is  to  be  investigated.  (See 

«»  Letter  from  Re^'na  S.  Lipscomb,  Commissioner,  West 
Virginia  Department  of  Human  Servi^,  to  William  J  Howard, 
General  Counsel,  U.S.  Commission  on  Civil  Rights  (Oct.  6, 1988). 
«»  45  CF.R.  §1340.15(cK4)  (1987). 

tsi  Letter  from  Regina  S.  Lipscomb,  Commissioner,  West 
Virginia  Department  of  Human  Services,  to  William  J.  Howard, 
General  Counsel,  U.S.  Commission  on  Civil  Rights  (Oct.  6, 1988). 
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Preface,  NOTES  A  and  B.)  In  instances  where  there 
exists  an  infant  care  review  committee  at  a  hospital, 
the  procedures  eliminate  the  federally  required  CPS 
duty  to  determine  if  there  is  a  withholding  of 
medical  treatment: 

PROCEDURES 

The  format  for  investigating  a  referral  in  these  hospitals  is 
as  follows: 

1.  Contact  will  be  initiated  with  the  designated  repre- 
sentative or  the  hospi^.  After  contact  has  been  made 
the  worker  will:  present  the  allegations  contained  in  the 
referral;  and  request  a  review  of  the  treatment  being 
providwJ.  (The  review  should  be  conducted  by  a 
hospital  group  such  as  an  ICRC,  bioethics  committee, 
etc.  or  an  ad  hoc  committee  convened  to  review  cases  of 
this  nature.) 

The  worker  should  make  him/hcp^elf  available  to 
participate  m  the  review  process.  By  participation  it  is  not 
meant  that  the  worker  is  expected  to  or  should  attempt  to 
pass  judgment  on  tJie  medical  care  provided  Participation 
by  the  worker  m  the  review  provides  an  opportimity  for 
discussion  of  the  Department's  concerns  and  can  pro- 
vide the  worker  with  necessary  information  should 
further  action  be  required. 

2.  If  the  review  process  indicates  that  the  infant  is 
being  provided  appropriate  medical  care,  then  the 
referral  will  be  considered  unsubstantiated  and  no 
further  action  taken 

Appropriate  medical  care  means  that  the  review  process 
has  considered  the  infant's  condition  in  regard  to  the 
need  for  nutrition,  hydration,  medication  or  other 
procedures  which  may  be  appropriate  to  ameliorate  or 
correct  the  life-threatening  condition.*** 

In  those  situations  in  which  there  is  no  ICRC,  the 
procedures  abdicate  the  question  of  determining 
medical  neglect  to  the  hospital  contact  person.  Upon 
receipt  of  a  report  of  medical  neglect  of  a  disabled 
mfant,  the  procedures  provide  that  the  CPS  worker 
must  contact  the  "hospital  liaison"  apd  that  "[i]f  the 
hospital  liaison  determines  that  the  infant  in  question 
is  a  patient  and  is  being  provided  with  the  recom- 
mended treatment,  then  no  further  action  will  be 
taken  and  the  report  considered  unsubstantiated."^' 
This  procedure  disposes  of  the  report  of  medical 


neglect  even  more  summarily  than  the  procedure 
incorporating  an  ICRC. 

Underlying  this  CPS  system's  abdication  of  its 
responsibility  is  a  great  confidence  in  the  medical 
providers  who  are  the  typical  subjects  of  reports  of 
medical  neglect  of  children  with  disabilities.  The 
West  Virginia  procedures  state: 

Commentary 

The  Department  believes  that  medical  personnel  treating 
disabled  infants  are  committed  to  providing  apprxjpriate 
care.  The  Department  also  realizes  that  the  treatment  of 
such  infants  is  a  delicate,  difficult  and  demanding  task  for 
medical  personnel.  Our  responsibility  is  to  work  with  these 
medical  personnel  as  necessary  to  insure  that  proper  care 
is  and  continues  to  be  provided.*** 

The  West  Virginia  procedures  are  responsive  only 
to  the  situation  where  parents  do  not  wish  to 
provide  treatment.  They  do  not  at  all  contemplate 
the  review  of  a  medical  provider's  decision  to 
withhold  treatment  when  there  may  be  an  opportu- 
nity for  life— a  fundamental  provision  of  the  CAA. 
The  flaw  in  this  policy,  liotwithstanding  the  instruc- 
tion to  the  CPS  worker  to  "request  an  independent 
medical  examination  when  necessary,"  is  the  fact 
that  there  is  nothing  in  this  procedure  that  indicates 
that  there  is  an  independent  third-party  medical 
examiner  to  assist  the  CPS. 

In  response  to  the  criticism  made  in  the  report,  the 
agency  attempted  to  minimize  the  language  of  the 
policy  by  simply  stating:  'The  Department  dkected 
its  field  staff  to  seek  the  advice  of  hospital  personnel 
in  deciding  whether  prop^  ^  care  was  being  provid- 
ed. Whatever  decision  is  reached  by  field  staff  is 
subject  to  State  Office  review  before  a  final  determi- 
nation is  made."^^  Notwithstanding  this  assurance, 
the  policy  remains  in  effect 

The  agency's  letter  of  comment  evinced  a  less 
than  enthusiastic  commitment  to  the  special  need  of 
children  with  disabilities  fo;  protection  from  dis- 
criminatory denial  of  life-saving  medical  treatment. 
The  agency's  Commissioner  wrote: 

I  trust  that  your  report  will  place  the  issue  of  the 
protection  of  handicapped  children  with  life  threatening 
conditions  from  medical  neglect  in  its  proper  perspective. 
This  is  an  'extremely  sensitive  issue  as  well  jS  a  controver- 


***  West  Virginia  Department  ofHuman  Services,  Memorandum 
from  Rozella  A  rchefi  Director,  Services  to  Families  and  Chil- 
dren,  to  Area  Administrators,  Social  Service  Coordinators  [and] 
Child  Protective  Services  Supervisors,  Child  Protective  Services 
Policy  pt  3  (Aug.  28,  198Q  (emphasis  added). 


Id.  pt  2. 
Id.  pt.  1. 

Letter  from  Regina  S.  Lipscomb,  Commissioner,  West 
Virginia  Department  of  Human  Services,  to  William  J.  Hc./ard, 
General  Counsel,  U.S.  Commission  on  Civil  Rights  (Oct.  6, 1988). 
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sial  one.  The  number  of  cases  comprise  a  tiny  segment  of 
the  CPS  population  and  should  not  be  singled  out  for 
special  treatment  to  the  detriment  of  other  children.*** 

In  light  of  its  deference  to  the  hospitals  that  would 
be  the  subject  of  denial  of  treatment  reports  and  its 
failure  to  promulgaie  adequate  written  procedures, 
West  Virginia  is  fundamentally  out  of  compliance 
with  the  CAA  and  its  unplementing  regulation. 

WISCONSIN 

In  Wisconsin,  the  Bureau  for  Children,  Youth  and 
Families  of  the  Division  of  Community  Services  in 
the  Department  for  Health  and  Social  Services  is  the 
State  agency  responsible  for  enforcement  of  the 
Child  Abuse  Amendments  of  1984  (CAA). 

The  agency  stated  that  there  had  been  no  reports 
of  medical  neglect  reported  to  the  agency."'  In  a 
followup  inquiry  conducted  by  the  Conunission,  the 
agency  confirmed  that  there  had  been  no  reports  in 
the  State.^ 

The  agency  produced  Guidelines  in  Handling  a 
Report  of  Possible  Medical  Neglect  of  a  Disabled 
Infant  to  implement  a  response  system  to  reports  of 
withholding  of  medically  indicated  treatment.  In  a 
policy  memorandum  dated  August  4,  1988,  the 
agency  stated:  ''These  guidelines  were  developed 
over  the  last  nine  months  with  the  participation  of  a 
30-person  multidisciplinary  informal  advisory  group 
CThe  Baby  Doe  Forum),.  Child  Protective  Services 
(CPS)  Work  Group  and  by  an  extensive  iniemal 
review  that  included  Department  of  Health  and 
Social  Services  staff,  developmental  disabilities  ad- 
vocates, and  legal  counsel.**'" 

The  Wisconsin  guidelines  were  reviewed  for 
compliance  with  the  Federal  regulation  implement- 
ing the  CAA.  They  appear  to  be  a  comprehensive 
manual  for  a  professional  investigation  of  a  report  of 
medical  neglect  of  ah  mfant  with  disabilities.  The 
manual  offers  step-by-step  investigation  directions 
and  has  appendices  that  instruct  the  CPS  on  infor- 
mation-gathering needs  and  the  process  of  coming  to 
a  conclusion  whether  treatment  is  "medically  indi- 
cated.'* 

Definitions  presented  in  the  guidelines  manual 
conform  to  the  Federal  regulation.  The  enforcement 


»•  Telephone  interview  with  Michael  Becker,  Division  of 
Cotnmunity  Sttviccir,  by  Issues  in  Law  and  Medicine  (June  24, 
1987). 

Ttliiphozt  int<:fvicw  with  Mary  Dibble,  Child  Abuse  and 
Neglect  Specialist  (Aug.  2,  1988). 


mechanisms  that  are  required  by  the  Federal  regula- 
tion to  be  specified  m  the  agency*s  procedures,  such 
as  the  manner  m  which  CPS  will  obtain  medical 
records  and  court  orders  for  independent  medical 
evaluations,  are  set  forth.  The  guidelines  also  pro- 
vide for  an  independent  medical  consultant  to  be 
available  to  provide  assistance  to  the  CPS  worker. 

The  Wisconsm  procedures  appear  to  comply  with 
the  Federal  regulation  implementing  the  CAA. 

WYOMING 

In  Wyoming,  the  Children  and  Family  Services 
Unit  in  the  Division  of  Public  Assistance  and  Social 
Services  of  the  Department  of  Health  and  Social 
Services  is  the  State  agency  responsible  for  enforce- 
ment of  the  Child  Abuse  Amendments  of  1984 
(CAA). 

The  agency  reported  that  it  had  conducted  one 
case  investigation  since  the  regulations  went  into 
effect.««' 

Regarding  formation  of  its  procedures,  the  agency 
reported  that: 

In  developing  our  materials  [for  investigations  under  the 
CAA]  we  cooperated  with  the  Colorado  State  Depart- 
ment of  Social  Services  and  held  joint  Iniining  sessions. 
Wc  also  relied  greatly  on  material  prepared  by  the 
American  Bar  Association  in  their  model  procedures,  and 
referenced  the  journals  published  by  the  National  Legal 
Center  for  the  Medically  Dependent  and  Disabled.^ 

There  was  no  indication,  however,  whether  disalili- 
ty  rights  groups  were  consulted. 

The  procedures  were  reviewed  for  compliance 
with  the  Federal  regulation  that  implements  the 
CAA.  The  definitions  of  terms  correctly  reflect  the 
Federal  standards.  In  accord  with  the  Federal 
regulation,  the  procedures  specify  how  the  depart- 
ment will  obtain  access  to  medical  records  and  how 
it  will  obtain  court  orders  for  independent  medical 
examinations  and  treatment.  In  addition,  agency 
procedures  present  a  detailed  method  for  investiga- 
tion by  an  independent  medical  consultant  to  con- 
duct an  examination,  review  the  medical  records,  or 
otherwise  assist  the  CPS  worker.  The  agency 
reported  that  the  medical  consultants  will  be  AmOT- 
can  Academy  of  Pediatrics  board-certified  neonatol- 

State  of  Wisconsin,  Department  of  Health  and  Social 
Services,  Division  of  Community  Services,  Memo  Series 
DCS-88-66,  Aug.  4,  1988. 

Telephone  interview  with  Paul  Blatt,  Program  Manager, 
Children  and  Family  Services  Unit  (July  20  i988). 
^  Letter  from  John  Steinberg,  Children  and  Family  .Services 
Unit,  to  Issues  in  Lxiw  and  Medicine  (Mar.  30,  1987). 
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ogists  who  had  expressed  concern  about  treatment 
of  infants  with  diskbOities  issues*  It  stated  that  no 
ccmsultttit  wiil  investigate  in  the  region  where  he  or 
she  practices**^  The  procedures  state  that  "[a] 
decision  to.  seek  informal  resolution,  court  ordered 
treatment  or  ad^Iidonal  information,  refer  to  case 
[sic]  involving  an  infant  death*  or  to  close  an 


imfounded  case,  shall  be  made  by  the  CPS  specialist 
in  consultation  with  the  CPS  medical  consultant  and 
SD-PASS  consultant' •s** 

On  their  face,  the  Wyoming  procedures  appear  to 
comply  with  the  CAA  and  their  implementing 
regulation. 

Children  and  Family  Services  Manual,  vol.  VI,  pt  VI(A). 
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ALABAMA  9/14/83 


AlabaMt  cUiatd  that  It  Is  proptr  for  an  ICRC  to  decide  If 
trta^Mnt  Is  correct:   "If  a  duly  authorized  ICRC  decides 
that  treat»ect  should  bt  withheld,  there  is  no  difference 
in  medical  oi^^nion  which  would  support  court  petition.** 
With  regard  to  the  definUion.of  infant,  the  State  argued 
that  because  AlabM  law  provides  that  a  child  is  anyone 
under  the  age  of  18,  th«  department  would  always 
investigate  a  report  of  medical,  neglect  of  any  child 
regardless  of  age^  And  with  regard  to  the  report  citing  the 
agency  for  failure/  to  include  in  its  policy  a  provision  for 
access  to  iMdical  records,  the  agency  wrote:  **There  is  no 
provision  in  the  federal  regulations  requiring  that  the  State 
Plan  or  procedures  outline  in  writing  a  procedure  for 
obtaining  medical  records.** 


12/28/88    By  letter  of  1/5/89,  the  agency  stated  that: 
**Alabama  %rill  revise  its  regulations  to 
state  that  a  court  order  shall  be  obtained 
to  obtain  access  to  medical  records  .... 
Alabama  will  further  clarify  its  written 
procedures  to  provide  that  a  court  order 
shall  be  obtained  where  examination  of  the 
infant  is  denied  by  the  hospital  .... 
Alabama  %rill  revise  its  written  procedures 
to  clarify  that  the  medical  neglect 
procedures  apply  to  children  past  one  year 
of  age.** 

With  regard  to  the  agency's  reliance  on  a 
ICRCr  the  agency  stated  that:  **Alabama*s 
procedures  have  been  approved  by  ,the  federal 
Department  of  Health  and  Human  Services.  .  . 
In  any  case,  duly  constituted  ICRCs  are 
rare  in  Alabama.** 


ALASKA       9/14/88      By- letter  of  10/12/88  the  agency  wrote:  •*The  report  names        12/28/88  None. 
Alaska  aynong  the  states  that  'explicitly  abdicate  to  internal 
hospital  infant  care  review  committees  or  hospital  staffs 
the  authority  to  decide  whether  illegal  denial  of  treatment 
is  received  by  the  state  agencies.*   The  Division  of  Family 
and  Youth  Services  hu  promulgated  no  such  policies  and 
procedures  and  I  am  advised  by  the  Office  of  the  Attorney 
General  that  no  other  Alaska  State  agency  has  done  so.** 


ARIZONA  9/14/88 


The  agency  disagreed  with  the  report  citing  the  agency  for 
abdicating  to  ICRCs  the  question  whether  an  illegal  denial 
of  medical  treatment  is  taking  place:   **Infant  Care  Review 
Committees  are  always  part  of  the  investigation.   This  not  an 
abdication  to  the  ICRC,  but  rather  inclusion  of  a  major 
source  of  information.**  The  agency  denied  that  its 
reformulation  of  the  treatment  standard  was  inconsistent 
with  the  Federal  rul4f:   **Thif  definition  is  in  compliance 
with  the  Ari2oha  statute  and  federal  regulations  ....** 
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12/28/88     By  letter  of  January  23,  1989,  the  State 
asserted  that  it  is  neither  the  policy  nor 
practice  of  the  agency  to  consider  the 
quality  of  life  of  an  infant  who  is  under  an 
existing  disability.  Nevertheless, 
the  State  informed  this  office  that  it 
will  suggest  the  following  revision:  **In 
ap:^  investigation  under  this  Section  the 
infant's  current  'quality  of  life*  due  to  an 
existing  handicap  or  disability  shall  not  be 
considered  in  determining  whether  Child 
Protective  Services  has  sufficient  grounds 
for  action."   In  addition,  the  State  asserted 
that  CAA  protection  is  limited  to  children 
less  than  1  year  of  age  because  this  is 
the  scope  of  protection  enumerated  in  the 


STAT£ 


RELEVANT 
EXCERPTS 
SENT  TO 
CPS 


CPS  RESPONSE  m  REPORT  REVISIONS 


ARIZONA 
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EXCERPTS 
SENT  TO 
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ADDITIONAL  CPS  RESPONSE 


stUuU  und  thU  the  reguUtion  mtrely 
suggests  protection  "to  other  classes." 
Nonetheless,  the  StUe  infonwed  this  office 
that  U  win  suggest  the  following  revision: 
"In  addition  to  applying  to  infants  less  than 
one  year  of  age,  the  standards  and  procedures 
set  forth  in  this  article  should  be  consulted 
thoroughly  in  the  evaluation  of  any  issue 
of  medical  neglect  involving  an  infant  older 
than  one  year  of  age  who  has  been 
continuously  hospitalized  since  birth,  who 
was  bom  extrewely  prematurely,  or  who  has  a 
long  term  disability."   The  agency  also 
assured  the  CommissioR  that  investigations 
by  CPS  would  not  cease  merely  because  the 
parents  and  medical  providers  agree  to 
withhold  treatment.   Nonetheless, the  State 
infonned  this  office  that  it  will  Suggest  the 
following  revision:   "In  situations  where 
the  medical  personnel  and  the  child's 
parents  or  guardians  are  in  agreement  to 
withhold  medical  treatment  for  the  infant, 
a  depended ;y  petition  shall  be  filed,  after 
decisionmaking  process  including  the  Child 
Protective  Services  supervisor  and  advice  and 
counsel  from  an  Assistant  Attorney  General, 
if  Child  Protective  Services'  independent 
evaluation  shows  that  such  medical  care  is 
being  wrongfully  withheld  under  applicable 
state  and/or  federal  rules  and  regulations." 


ARKANSAS    9/14/88      By  letter  of  10/10/58,  the  agency  stated:  «In  our  cpinion         12/28/88    The  agency  sent  a  duplicate  of  its  October 
Arkansas  does  meet  the  eligibility  requirements  of  Public  submission  and  wrote:  "We  believe  the 

Law  93-247."  The  agency  enclosed  a  packet  of  documents  enclosed  infpnnation  covers  the  issues  you 

to  demonstrate  compliance.   However,  review  of  the  raised  and  is  self-explanatory." 

documents  found  no  specified  manner  in  which  the  agency 
will  obtain  access  to.medical  records  or  an  independent 
medical  eKar,*nation,  contrary  to  the  requirements  of  the 
Federal  regulation. 


COLORADO  9/14/88 


Colorado  did  not  respond  directly  to  the  criticism  that  its 
policy  d!d  not  show  the  method  to  be  used  to  obtain  an 
independent  medical  examination.   Instead,  the  agency  wrote: 
"Colorado  county  departments  of  social  :ervices  do  have  the 
ability  to  obtain  cotirt-order^  independent  medical 
examinations.   Please  find  enclosed  a  copy  of      Opinion  of 
Colorado's  Attorney  General  dated  September  23,  1986  which 
addresses  this  issue.    This  OpinionLwas  distributed  to  all 
county  departments  of  social  services  and  all  hospitals  as 
well  as  all  other  interested  parties." 


12/28/88    With  regard  to  the  fact  that  the  agency  has 
not  made  explicit  in  its  procedures  the 
method  to  be  used  to  obtain  an  independent 
medical  examination,  the  agency  submitted 
revised. procedures  which  showed  that  such 
a  procedure  exists.   The  report  was  revised 
accordingly.   With  regard  to  the  absence  of 
specified  medical  conriltant  to  assist  the 
CPS,  the  agency  wrote    "In  this  state 
supervised  county  administered  system,  the 
counties  would  make  their  own  arrangements 
for  independent  medi cal  exami nati ons . " 
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CONN.        9/14/88      Conntcticut  did  not  address  tht  fact  that  Us  policy  lacks 
wHtttn  proctdgrts  for  access  to  iitdlcal  records  and  court 
orders  for  Independent  nedlcal  exairinatlons.   Instead,  the 
agency  cited  State  statutes  which  gave  U  legal  authority 
to  investigate* 


12/28/88    Connecticut  wrote:   "We  have  taken  steps 
to  assure  tiiat  our  v^rocedures  are  specific 
in  regard      the  manner  in  which  the 
Departiient  can  obtain  medical  records  or 
a  court  order  for  an  independent  medical 
examination.** 


DEUWARE     9/14/88  None. 


12/28/88    With  regard  to  the  definition  of  infant, 
Delaware  wrote:  "[A]s  noted,  the  Division 
procedures  do  not  currently  define  the  term 
*  infant*.   A  supplemental  memorandum  to  the 
procedures  has  been  issued  to  correct  this.** 
With  regard  to  the  report  citin;  the  agency 
for  allowing  hospital  staff  to  initially 
detemine,  if  there  is  medical  neglect,  the 
agency  claimed  that  it  merely  obtains 
initial  infonution  from  the  hospital 
staff.   The  '^'^incy  did  not  directly  respond 
to  tht  report  s  observation  that  a  conflict 
of  interest  exists  when  a  hospital  approves 
the  independent  medical  reviewer.  The 
agency  claimed  that  **in  a  state  the  size  of 
Delaware,  it  would  be  difficult,  if  not 
impossible,  to  locate  a  physician  who  did  not 
in  some  Way  have  an  affiliation  with  the 
hospital  or  treating  physician  so  as  to  avoid 
the  impression  of  a  conflict.** 


D.  C. 


No. 


12/28/88  None. 


FLORIDA  9/14/88 


With  regard  to  the  report  siting  Florida  for  abdicating 
authority  to  an  ICRC,  the  agency  claimed  *'Health  and 
RehabilitUive  Services  Pamphlet  175-1  dated  July  1,  1S88, 
specifically  requires  that  CPS  staff  respond  to  reports  of 
known  or  suspected  abuse  or  neglect  immediately  or  within  24 
hours.   State  law  miindates  that  health  care  personnel  report 
these  situations  to  the  protective  agency.** 


12/28/88    Florida  wrote:   *'While  we  felt  that  we  have 
been  in  compliance  with  federal  guidelines 
it  is  clear  that  we  need  to  readdress  the 
issue  based  on  your  evaluation.   Steps  will 
bo  taken  immediately  to  do  this. 


GEORGIA      9/14/88  None. 


12/28/83  None. 


HAWAII  9/14/88 


With  regard  to  the  absence  of  a  provision  in  agency  policy 
to  obtain  a  court  order  for  an  independent  medical 
examination,  the  agency  cited  a  State  statute  which  **provides 
the  basis  upon  which  child  protective  services  social  workers 
may  seek  court  intervention.**  Hawaii  also  defended  a 
provision  in  its  policy  which  abdicates  authority  to 
a  hospiUl  ICRC.   Hawaii  claimed:   **Section  1100.9.2  states  in 


12/28/88  None. 
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tfftct  that  furthtr  invtstl^atlon  My  not  b«  rtqulrtd  If 
inquiry  by  child  prottctivt  surviets  stiff,  upon  rtctiving 
a  r«port  of  al1«9«d  Mdical  ntgltct,  finds  that  i  stcond 
opinion  concurs  with  tht  opinion  of  tht  trtating  physician.** 
Tht  agtncy  also  shovtd  in  its  rtsponst  that  U  had  a  titthod 
to  obtain  ntdical  rtcords  «:>d  that  tht  citt  in  tht  rtport 
was  incorrtct.   Tht  rtport  wkt  rtvised  accordingly. 


IDAHO 


No.  — 


ILLINOIS  No.   


12/28/88    Idaho  strtcsed  that  it  is  in  full 

coiiplianct  with  all  Ftdtral  rtquirtwitnts. 
The  agtncy  also  supplied  tht  cotmissicn  with 
tht  naiMs  of  the  organizations  which 
contributtd  to  tht  dtvtlop«tnt  of  tht  agtncy 
proctdurts  for  tht  invtstigation  of  a  report 
of  ntdical  ntgltct:    **In  our  fonmiUtion 
stag*  of  preparing  draft.policy  and 
proctdurts  on  thi^  topict  a  coimiitet  was 
convened  to  draft  proposed  Mterlals.  This 
cofwittee  included  iht  Chief  of  the  Bureau 
of  OevelopMental  OisabilUies  of  the 
Oepartwent  of  Health  end  Welfare.  He 
received  *np*Jt  fro«  appropriate  groups  to 
include  the  Downs  Synd.^one  Parents  Support 
Groups,  Cnaliti on  of  Atbocates  for  the 
Disable,  and  other  p/.rents  support  groups 
for  children  with  various  disabilities.** 
This  information  was  included  in  the  report. 

12/28/88    Illinois  wrote:    **The  Department  of 
Children  and  Family  Services  is  the 
responsible  agent  for  making  the 
determination  whether  treaUent  is  legally 
reguired  under  the  •madiclly  indicated* 
definition  set  forth  in  the  Child  Abujse 
Amendments.    In  such  role  OCFS  represents 
the  interests  of  disabled  infanis  and 
determines  circumstances  in  ^hich  th^  power 
of  the  state  must  be  invoked  to  protect 
infants  and  then  take  appropriate  follow-up 
actions.** 


IOWA 


9/14/88 


With  regard  to  the  definition  of  infant,  Iowa  wrote: 
I  have  attached  propel^  changes  to  the  Iowa  Adminigtrative 
Code  which  we  believfir  will  brtng  us  into  compliance  with  CFR 
1340.15.   We  have,  replaced  the  term  'infant*  with  *child*  as 

J;  our  belief  that  the  regulation  should  apply  to  all 
children  not  just  infants.**  •hp  / 


12/28/88    Iowa  did  not  directly  respond  to  the 

reports  finding  its  ageicv  lacked  a  policy 
s^Mng  I.  coutt  order  for  an  independent 
^dical  e.^»i nation  as  required  by  Federal 
regulation.   Instead,  the  agency  cited  State 
statutes  which  gsve  the  agency  legal 
authority  to  investigate. 
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KANSAS       9/14/88      Kansas  wrott:  "If  your  Condsslon  w«rt  to  publish  the  report 
IS  prestnttd  to  uf  U  would  not  accurately  reflect  the 
policies  and  prcceAirtf  In  Kan«at.'»  Enclosed  vere 
the  policies  that  the  report-had. cited  as  absent  and 
the  report.was  revised  accordlnaly.  The  agency  stated:  "Ve 
regret  that  we  were  not^awart  of  tht  focus  of  your  report  nor 
that  our  statutes  and  a<fciin1strat1ve  regulations  would  have 
been  useful  to  you  In  addition  to  the  policies  requested." 


12/28/88    The  agency  wrote:  "Kansas  has  no  comment. 


KENTUCKY  9/14/88 


Kentucky  wrote       appreciate  the  opportunity  to  respond  to 
these  areu  In  your  report  which  reflect  on  "wical 
d1scn«inat1on  against  Hitndicapped  Infants.  As  stated,  we  do 
take  exception  to  your  report  In  that  regard  and  have  cited 
Kentucky  Reviled  SUtuter  and  Depart«enUl  Policy  In  ^ 
reaching  our  conclusions  Enclosed  were  policies 

that  the  report  had  cited  as  absent.  The  report  was  revised 
accordingly. 


12/28/88  None. 


LOUISIANA  No. 


12/28/88  None. 


HAINE        9/14/88      In  response  to  the  report  excerpts  citing  the  jsency  for  12/28/88 
allowing  ICRC's  to  determine  if  treatiient  »et  CAA  standards, 
the  agency  wrote:   "The  material  related  to  medical 
treatment  clearly  gives  the  decision  making  about  whether  a 
case  meets.the  'Baby  Doe'  cHteHa  to  th«  DtP^f^t  not  a 
hospital.*  With  regard  .to  tht  definition  of  "infant",  the 
agency  conceded  that  "infant"  is  not  defined  but  claimed  that 
investigations  would  Uke  place  if  the  definition  under 
medical  troatment  standard  is  met.  With  regard  to  the  report 
citing  the  agency  for  noncompliance  with  Federal  regulations 
pertaining  to  independent  medical  exams  and  access  to  medical 
records,  tht  agency  submitted  policies  which  showed  that 
both  were  present.  Tht  report  was  revised  accordingly. 


The  agency  wrote*   "I  believe  your  conclusion 
is  that  Maine  is  in  compliance  other  than 
not  having  an  acceptatle  definition  of 
infant.   If  this  is  indeed  your  conclusion, 
then  I  would  concur." 


KARYLAND    9/14/88      With  regard  to  tht  lack  of  a  CM  definition  of  infant,  12/28/88  None. 

Maryland  claimed:   "Protective  Services  are  provided 
to  *  any  individual  under  tht  agt  of  18  years,*  when 
there  is  a  report  of  medical  neglect  of  a  child  with 
a  lift-threatenin^i  condition." 


MASS.         No.  —  12/28/88  No;.e. 
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HICHIGAN  9/14/88 


HIchigiA  focus§d:;c:;^p^rtnU1  autonociy  ^n  the  treatment 
dtcision  as  th«  rtaion     did  not  1nvtn!9ate  reports  that  a 
hospUal  Is  withholding  trottmnt  llltgally:   '^Based  on  the 
procedlR^  discussion  that  partnts  art  the  decision  makers 
concerning  the  cart  and  trtatmnt  for  thtir  disabled  Infant, 
CPS  Involveeieflt  Is  appropriate  when  parents  are  alleged  to  be 
neglecting  theic  Infant's  c«r%.  An  entity  which  Is  not  the 
decision  iiaker  or -responsible  for  tht  child's  care  Is  not 
appropriate  for  CPS  In^'olventnt*'* 


12/28/88  None. 


MINNESOTA  9/14/88 


Minnesota  clalMtd  that  Its  policy's  dtflnltlon  of  Infant  was 
consistent  with  the  Federal  regulation:  N'onslstent  with 
with  45  C.F.R.  section  1340.15(b)(3)(1)(1^S7)  Minnesota  Rule 
on  Child  Protective  Services  and  policy  guidelines  define 
Infant  less  th&n  one  year  of  agf  .** 


12/28/88    The  agency  wrote:   ^Ve  respectfully  disagree 
with  the  conclusion  that  Minnesota's 
definition  of  the  protected  class  Is 
underlncluslve.  While  the  tern  Infant  Is 
defined  as  less  than  ont  ytar  cf  age.  It  Is 
clear  that  the  definition  of  Infant  medical 
neglect  Includes  but  Is  not  limited  to  those 
children  less  than  twelve  months  of  age, 
which  In  essence  more  readily  addresses  the 
population  of  children  protected  by  this 
secti  on.** 


MISS 


9/14/88  None. 


12/28/88    Mississippi  wrote:    "CW]e  are  reviewing  your 
report  along  with  our  policies  and 
procedures.  J/e  are  also  reviewing  your 
report  with  our  Regional  Office  of  Health  and 
Human  Services  who  has  found  our  policy  to 
be  In  compliance  J' 


MISSOURI  9/14/88 


Missouri  submitted  a  policy  that  shewed  It  had  In  fact 
an  explicit  procedure  to  be  used  to  obtain  an  Independent 
medical  examination.   The  report  ^s  revUed  accordingly. 
With  regard  to  the  definition  of  Infant,  Missouri  claimed 
that  ♦'[tjhe  regulation  ^jeflnes  Mnfant'  as  an  Infant  less 
than  one  year  of  age.    It  then,  clarifies  that  treatment 
should  not  be  changed  or  discontinued  when  the  Infant  reaches 
one  yoar  or  older.  »A11  children.  Including  sub-i>opulat1on 
known  as  *Baby  Ooe,^  are  protected  through  our  child  abuse 
and  neglect  sUtute  ....   Therefore,  once  an  Infant 
reaches  one  year  of  age  our  statute  still  requires 
appropriate  treatment  to  be  prov1("'^d." 


12/28/88    Missouri  submltled  a  policy  with  «t  current 
medical  treatment  standard.   The  report 
was  revised  accordingly.   Concerning  the 
agency's  deference  to  ICRCs,  Missouri  wrote: 
"The  Division  Is  very  awaro  of  Its 
responsibility  under  federal  and  state 
statute  to  assure  that  a  comprehensive 
investigation  Is  conducted  and  to  make  the 
final  determination  relating  to  a  child 
abuse/neglect  report.   Again,  In  order  to 
make  that  commitment  clear  to  the  Commission 
I  have  attached  a  revision  to  Procedure  A-7 
of  the  Investigation  Handbook." 
With  regard  to  the  definition  of  Infant;, 
the  agency  wrote:   ''I  have  attached  a 
a  revision  Co  our  definition  of  infant 
which  will  Immediately  be  Inserted  \n  the 
Investigation  Handbook." 
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NONTAKA  9/14/88 


Hont^ina  did  not  direct/y  respond  to  th»  fact  that  it  is  not 
explicit  in  tht  Mthcbs  It  will  obtain  independent  medical 
examination  and  access  to  Medical  records  as  required  by 
Federal  regulation.   Instead,  th«  agency  etiphasized  that  it 
had  statutory  authority  to  do  so  If  need  be.   The  agency 
explained  that  ''the  department  does  not  restate 
provisions  of  state  law  in  its  policy  manual  since  to  do  so 
would  be  duplicative  and  would  r^fult  in  an  unnecessarily 
voluminous  policy  stanual.**  Concerning  the  absence  of  9 
defined  standard  of  care  and  th«  lack  of  a  definition  of 
the  class  protected,  the  agency  cited  State  stsitut^s  which 
defined  C;oth.   The  agency  claimed  that  **i\jt  Is  necessary 
to  read  the  statutes  and  the  polity  toi^ther  to  gain  ^ 
accurate  understanding  of  Kontana'J?  pi'C'Or*«  for  reports  of 
medical  neglect." 


12/28/88    Montana  submitted  a  current  policy  which 
showed  that  procedures  are  in  effect  to 
obtain  medical  records  and  an  independent 
medical  examination.   The  report  was  revised 
accordingly. 


NEBRASKA  9/14/88 


Nebraska  submlf  1  policies  that  s;:)ow»d  thii  It  had  in  fact 
explicit  proceouros  to  obtain  access  to  medical  records  and 
a  court  order  for  an  1nde{>endeftt  medical  examlitatlon. 


12/28/88  None. 


NEVADA 


9/14/88  None. 


12/28/88  None. 


NEW  No.  —  12/28/88    The  agency  disavowed  statements  made  by  its 

HAMPSHIRE  Medical  Neglect  Investigator  concerning  the 

futility  of  treating  a  disabled  child.  The 
Director  stated  that  the  individual  did  not 
speak  with  authwHty  and  was  no  longer  with 
the  agency.   The  agency  wrote  that  "Ctlhe 
Division  does  not  decide  to  conduct 
an  investigation  based  on  the  quality  of  a 
child's  life  and  it  certainly  will  not  decide 
to  obtain  medical  treatment  based  on  the 
quality  of  a  child's  life."   The  report  was 
revised  accordingly. 


HVti  9/14/88      New  Jersey  claimed  that  5t  was  unnecessary  to  print  the  CAA      12/28/88  None. 

JERSEY  treatment  standard  and  the  class  the  standard  protects  in 

its  policies  because  pre*-CAA  Statd  sta^vtos  served  the  same 
purpose:   "It  is  our  contention  that  the  present  New  Jorsey 
statutes  meet  the  definitions  tf  Che  standan^i/of  treatment 
s«t  forth  In  the  Child  Abuse  Aioendments  of  1984«  and  that 
N.J.S.A.  9:6-8.9  and  N.J.S.A*  9:M.21  adequately  define  the 
tttims  'child'  to  Include  infants  tr-^J  children  cvor  one  year 
and  'withholding  of  medically  Indicated  treatment'.  The 
(»9licy  on  the  other  hand,  sot forth  the  philosophical 
^  orientation  as  well  as  a  process  by  which  to  conduct  these 

oo  investigations  in  the  least  Invrusive  m?inner  to  the  family, 

the  physician,  and  the  health. facnity." 


00 
00 


STATE 


RaCVANT 
EXCERPTS 
SENT  TO 
Cf»S 


CI>S  RESPONSE  AND  REPORT  REVISIONS 


REVISE!) 
EXCERPTS 
SENT  TO 
CPS 


ADDITIONAL  CPS  RESPONSE 


NEW 

MEXICO 


9/14/88  None. 


12/28/88    New  Mexico  wrote  that  U  would  remove  from 
Us  policy  that  provision  which  instructs 
CPS  staff  to  list  reports  of  medical  neglect 
as  "unsubstantiated"  when  both  parents 
and  physician  agreo  to  withhold  treatment. 
The  agency  also  submitted.policies  that 
showed  it  hac^  the  ability  to  obtain  medical 
records,  independent  medical  examinations, 
defined  the  standard  of  care,  and  defined 
the  class  protected.   The  report  was  revised 
accordingly. 


NEW  YORK  9/14/88 


New  York  wrote:    **!  would  say  that  we  do  not  expressly  define 
infant  and  withholding  of  medically  indicated  treatment.  I 
would  add  though  existing  New  York  law  is  sufficiently  clear 
as  to  who  is  afforded  protection  and  under  what  circumstances 
protection  is  needed.** 


12/28/88    With  regard  to  the  fact  that  there  are  no 

express  policies  to  obtain  access  to  records 
and  independent  medical  examination  as 
required  by  Federal  regulation.  New  York 
pointed  to. informal  procedure  and  statutes 
that  could  be  availed:   •♦Obtaining  a  child* s 
medical  records  is  a  well  established 
procedure.   Family  Court  law  in  New  York 
State  contains  written  procedures  for 
obtaining  an  independent  medical  examination 
when  medicM  neglect  is  suspected.** 


NORTH 
CAROLINA 

No. 

12/28/88 

None. 

NORTH 
DAKOTA 

9/14/88 

None. 

12/28/88 

North  Dakota  wrote  that  it  would  revise  its 
policy  to  include  an  expanded  definition  of 
infant. 

OHIO 

9/14/88 

Ohio  cited  an  administrative  rules  definition  of  "child**  as 
the  reasonable  facsimile  for  the  CAA*$  definition  of  **infant 

12/28/88 

M 

None. 
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OKLAHWW     No.  — 


ADDITIONAL  CPS  RESPONSE 


12/28/88    By  letter  of  January  23,  1988,  the  agency 
explained  why  H  did  not  dtveiop 
specific  proctdurts  under  the  CAA: 
**CL]ongstand1ng  policy  and  state  law 
authorized  a  full  panoply  of  legal  remedies, 
access  to  children's  medical  records,  and 
medical  examination  of  children  whenever 
abuse  or  neglect  of  any  klhO  vas  at  Issue. 
.  .  .  Additionally,  recently  proposed 
revisions  (developed  from  DHS's  standard 
ongoing  review  or'  policy)  incorporates  all 
of  the  criteria  and  purposes  of  th(*  federal 
regulation.  •  .  .  These  orovi si ons  simply 
consolidate  existing 'memos  In  one  section, 
and  adoption  by  the  Director  Is  anticipated 
very  soon." 


OREGON       9/M/88      With  regard  to  agency  policy  language  that  allows  overruling 
a  parental  decision  of  nontreatM»nt  only  ^en  an  ICRC  finds 
treatment  i%  medically  indicated^  Oregon  claimed:  "The 
Medical  Neglect  Investigator  determines  the  course  of  action 
to.be  taken  including  whether  or  not  there  should  be  court 
involvement.  Information  is  obtained  from  the  attending 
phyjician^  the  hospital  review  committee,  the  consulting 
neonatologUt  ancS  other  appropriate  medical  professionals, 
but  the  Medical  Neglect  Investigator  is  the  one  responsible 
for  deciding  If  legally  required  treatment  Is  being  withheld. 


12/28/88  Concerning  policy  language  which  allows  an 
inappropHate  amount  of  authority  to  the 
ICRC,  Oregon  claimed:  **Nowhere  in  these 
sections  doe^  It  state  that  the  Hospital 
Review  Cominittee  or  a'physlclan  have  the 
authority  or  responsibility  to  determine 
whether  cr  not  there  has  been  an  Illegal 
denial  of  medical  treatment.** 


RHODE 
ISLAND 


No. 


12/28/88    With  regard  to  policy  language  that  limits 
CPS  Intervention  to  parents  who  refuse 
consent  to  treatment,  Rhode  Island  cUlmed: 
"I  wish  to  advise  you  very  clearly  that  we 
would  initiate  an  Investigation  if  an 
allegation  Is  received  that  a  physician  with 
or  without  the  consent  of  the  parent  Is 
denying  legally  required  treatment.** 


SOUTH  No. 
CAROLINA 


12/23/88  None. 


SOUTH 
DAKOTA 


No. 


12/28/88    With  regard  to  ICRC  Involvement,  South  Dakota 
wrote  that  "the  procedure  by  which  Child 
Protection  Services  relies  on  the  results  of 
the  medical  consultant's  discussion  with 
the  ICRC  representative  will  be  reviewed  by 
the  South  Dakota  Department  of  Social 
Services."  Concerning  the  definition  of 
Infant,  the  State  wrote  that  its  "procedures 
will  be  updated  to  define  Infant  as  defined 
by  HHS  regulations." 
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TENNESSEE  9/14/88 


TenntssM  showtd  that  U  h«d  pollclts  yM\c\\  tnabltd  U  to 
obtain  lAdtp«ml«nt  ntdlcal  txMlnations  and  an  Infant's 
nodical  rtcords*   Tht  rtport  wL:  rtvistd  accordingly*  VUh 
rtgard  to  tiit  abttnct  of  tht  CAA  standard  of  cart  in  its 
policy.*  Ttnntsstt  wrott:   "Within  CPS  policy  stvtrt  abust  is 
dtfinK^  to  indudo  a  Hft-*thrtatoning  condition*  This  CPS 
policy  allows  us  to  inttrvono  on  bohalf  of  handicappod 
infants***  Conctming  a  doflnltion  of  infant,  tht  Statt 
vrott:  'Ifithfn  policy  and  practico  wt  invtstigati^  and 
providt  torvicts  to  all  childrtn  undtr  tht  ago  of  18  who  art 
Ht  risk  of  abust  or  ntgltct*  Handicapptd  infants  art 
indudtd  within  this  mandatt.** 


12/28/88  Nont« 


TEXAS        9/14/88      Conctmina  tht  dtfinition  of  infant.  Ttxas  wrott:   ''It  is 
corrtct  that  Ttxas  dots  not  dtfint  tht  ttm  "infant**  in 
tithtr  tht  Ttxas  .FaAily  Codt  or  tht  Ttxas  Otpa^tntnt  of  Human 
Strvicts  Child  Prottctivt  Strvicts  Kand^ok.** 


12/28/88    Tht  Statt  claimed:   **Ve  disagrtt  chat  not 
dtfining  infant  is  a  dtficicncy*  Vt  apply 
tht  rtgulations  to  all  children  (undtr  aat 
18)  who  mttt  tht  crittria  in  tht  rtgulatiO'^s« 
including  infants.** 


UTAH         9/14/88      Utah  Radt  no  tffort  to  Justify  or  txplain  policy  language        12/28/88  Nona, 
which  «isstatts  tht  legal  standard  of  cart*   Insttad,  the 
agency  explained  its  exclusive  authority  to  detennine 
ttedical  ntgltct*  an  issut  never  brought  out  by  the  rtport: 
**Tht  quoto  received  appears  to  Indicate  that  the  treating 
physician  is  tht  one  who  deterMlnes  the  'inhumane*  treatment. 
As  I  view  the  entire  section  of  procedures  I  inUrpret  it 
to  be  referring  to  the  treatina  physician  fi£^  having  that 
exclusive  authority***  Concerning  the  definition  of  infant, 
the  Statt  wrote:   **The  state  has  defined  infant  for  purposes 
of  these  special  procedures  at  \^%r  one  ifear,  however*  our 
child  neolect  laws  have  mandated  Invtstioation  of  medical 
neglect  for  children  from  birth  to  agt  18  sinct  tht  initial 
legisVatlon.   I  do  not  see  the  expressed  conflict  in  Utah's 
definition  and  the  regulation. cited  except  that  the 
cumbersoM  procedures  are  not  In  play  after  the  ch'^ld  reaches 
one  year*** 


VERMONT      9/14/88  None. 


12/28/88    With  regard  to  a  definition  of  infant, 
Vermont  wrote  that  **wt  will  be  adding 
immediately  the  definition  of  Mnfant*  to  our 
regulations  using  the  HHS  definition  in  the 
federal  Register.** 


VIRGINIA  9/14/88 


Virginia  advised  that  it  would  revise  Us  definition  of  infant  12/28/88    Virginia  wrote:   **The  revised  draft 
to  refltct  tht  HHS  regulation.  accurately  reflects  our  comments  as  submitted 

to  you  in  an  October  6,  1988,  letter.** 
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VASfJNGTON  9/14/88 


VuMngtoo  did  not  directly  »ddrt$$  th«  su^.J^ce  of  tht 
rtport.  Insttid*  th«  agency  wrotiC  ^1  ui  conctmtd  by  the 
lack  of  coordination  with  Dtpartnentcf  Health  and  Kusun 
Services,  especlallyrreglon  offlceie  and  with  thii  state. 
Information  vh1(^  is  readily  available  through  either  of 
these  sources  vould  appropriately  address  sosie  of  t?ie 
concerns  highlighted  In  the  report.** 


12/28/68    Washington  claimed:    **If  you  have  concerns 
with  the  HHS  Interpretation  of  Its  own  rule, 
then  your  challenge  should  be  directed  to 
that  agency  and  not  be  directed  at  the 
states.    Perhaps  their  further  clarification 
would  address  your  concerns.^ 


VEST  9;?4/88      With  rtMrd  to  the  lack  of  a  definition  of  Infant  and  the         12/28/88  None. 

VIRGINIA  standard  of  care.  West  Virginia  wrote:   '*Xt  Is  our 

expectation*  based  upon  experience*  that  any  questions  as  to 
whether  or  not  a  child  Is  neglected  will  be  referred  to  our 
State  Office  for  review  and  final  decision. **  Concerning 
its  deference  to  the  hospital  under  Investigation*  the  agency 
wrote:   **The  Oep^rbMnt  directed  its  field  staff  to  seek  the 
advice  of  hospital  personnel  in  deciding  whether  proper  care 
was  being  provided.  Whatever  decision  is  reached  by  field 
staff  is  subject  to  State  Office  review  before  a  final 
deteneination  is  nade.** 


WISCONSIN  9/14/88      Wisconsin  submitted  current  policy  that  contained  those  12/28/88  None, 

procedures  that  the  report  had  previously  cited  as  absent. 
The  report  was  revised  accordingly. 


W^^ING      No.  —  12/28/88    Wyoming  wrote:    **!  have  reviewed  the 

excerpts  from  the  draft  report  on  Medical 
Discrimination  Against  Children  with 
Disabilities.    I  am  not  aware  of  any  errors 
in  thes  materials.** 
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STATE 

CAA  REQUIRBCNT 
FOR  INDEPENDENT 
HEOICAL  EXAK? 

CAA  RS0UIP3«r 
FORAO^TO 
ncu'lCAL  RECORDS? 

CAA  DEFBanOH  OF    CAA  TREATMENT 
IN»WT  USED?           STAMMRO  USED? 

RETAINS  rULU  CM  KcoroKbiBiLXlY 
FOR  WE  INYESnGAHOn 

ALABAHA 

Yts  -  but  an 
opinion  %H  11  b« 
sought  only  whtn 
no  ICRC  txists 
at  a  hospital. 

No  -  procedures 
contain  no  such 
provision. 

No  -  protection       Yes  -  standard  is 
limited  to  children  reprinted  verbati». 
less  than  1  year 
of  age. 

No  -  CPS  allows  ICRC  to  determine  if  treatment  is 
consistent  %Hth  the  CAA  and  %H11  not  investigate 
if  there  is  no  dispute  between  the  attending 
physician  and  the  hospital  icRu. 
See  app.  C,  Alabama,  for  details. 

ALASKA 

Yes  -  but  an 
opinion  will  ba 
sought  only  utitn 
no  ICRC  exists 
at  a  hospital* 

Yes  -  but  only 
when  there  is  no 
IfXC. 

No  -  protection       Yes  -  .standard  is 
limited  to  children  reprinted  verbatim, 
less  than  1  year 
of  age. 

Ho  -  CPS  directs  all  complaints  to  hospital 
review  board  for  a  deteimination  whether  a 
complaint  is  "valid.** 

ARIZONA 

Yes. 

Yes. 

No  -  protection       No  -  »«biguity  per- 
limited  to  children  aits  "quality  of 
less  than  1  year     life*  factors  to  be 
of  age.  considered. 

See  app.  C«  Arizona, 
for  details. 

No  -  it  appears  that  tlie  agency  %H11  intervene 
only  where  disagreement  exists  between  the 
hospital  and  the  parents.   See  app.  C,  Arizona, 
for  details. 

ARKANSAS 

No  -  procedures 
contain  no  such 
provision. 

No  -  procedures 

contain  no  •uvn 
provision. 

Yes  -  definition  is  Yes  -  standard  is 
reorififce^  verbatim,  reprinted  verbatim. 

No  -  the  hospital  that  is  most  frequently  under 
investigation  for  medical  neglect  was  permitted 
to  write  the  rules  of  investigation  and  to  name 
the  •'independent*'  medical  reviewer. 

COLORADO 

Yes. 

Yes. 

Yes  -  definit^von  is  Yes  -  standard  is 
reprinted  verbatim,  reprinted  verbatim. 

Yes  "  but  agency  evidently  lacks  independent 
medical  consultants  which'could  produce  undue 
reliance  on  the  ICRC.  See  app.  C,  Colorado. 

CONNECTICUT  No  -  proCw^uras 
contain  no  such 
provision. 

No  -  procedures 

contain  no  such 
provision. 

Yes  -  definition  is  Yes  -  standard  is 
reprinted  verbatim,  reprinted  verbatim. 

Yes. 

DELAWARE     Yes.  Yes.  No  -  the  protected  Yes  -  standard  is       No  -  CPS  allows  the  hospital  **contact  person"  to 

class  is  not  reprinted  verbatim,    determine  if  treatment  is  consistent  %rfth  the 

described.  CAA  and  the  hospital  pre-selects  the  independent 

medical  reviewer. 


DISTRICT  Yes. 
OF 

C0LUH8XA 


Yes. 


Yes  -  definition  is  Yes  -  standard  is  Yes  -  but  the  agency  indicated  that  it  regards 
reprinted  verbatim,  reprtnted  verbatim,     the  hospital's  ICRC  as  th#  forum  to  resolve  the 

cases.   See  «PP«  C,  District  of  Columbia. 


STATE 

CAA  XeQUIRBOfT 
FOft  IND&OBOfT 
tCOlCAL  laUM 

CAA  MBmiBenr 

RMAOSSTO 
MEDICAL  ltEC0«OS? 

CAA  ocnNinoii  of  caa  treatneht 

INFANT  U$CB?           STANDAAO  USCO? 

RETAINS  riHt  CAA  XESPONSIBIUTY 
FOt  THE  INVESTIGATION? 

FLORIDA 

«.  proctdurts 

contain  no  such 
provision. 

Yftc  ~  but.  onlv 
when  there  is 

ICRC. 

Yes  -  definition  is  Yes  -  standard  is 
repHnted  verbatim,  reprinted  verbatim. 

No  -  CPS  allows  the  "hosnital  liaison**  and/or  the 
ICRC  to  determine  if  treatment  is  consistent 
with  the  CAA. 

GEORGIA 

No  —  procddurts 
contain  no  such 
provision. 

No  T  procedures 
contain  no  such 
provision. 

Yes  -  definition  is  Yes  -  standard  is 
reprinted  verbatim,  reprinted  verbatim. 

No  •*  CPS  allows  the  hospital  ICRC  to  determine 
if  treatment  is  consistent  with  the  CAA. 

HAWAII 

No  -  proctdur«$ 
contain  no  such 
provision. 

Yes. 

Yes  -  definition  is  Yes  -  standard  it 
reprinted  verbatim,  reprinted  verbatim. 

No    CPS  will  not  investigate  a  report  if 
finv  other  nedical  ooinion  Axists  to  suooort 
an  attending  physician's  judgement  about 
withholding  treatment. 

IDAHO 

Yes, 

Yes. 

Yes  —  definition  is  Yes      cfandarH  is 
reprinted  verbatim,  reprinted  verbatim. 

Vpc 

ILLINOIS 

Yes. 

Yes. 

Yes  ^  definition  is  Yes  -  standard  is 
reprinted  verbatim,  reprinted  verbatim. 

Y^s. 

lOVA 

Yes  -  bu^  manner 
of  obtaining 
court  order  is 
not  mentioned. 

Yes. 

Yet  -  definition  is  No  -  standard  of  care  Yes. 
reprinted  verbatim,  is  not  describfid  in 
the  procedt/res. 

KANSAS 

Yes. 

Yes. 

Yes  -  definition  is  Yes  -  standard  is 
reprinted  verbatim,  reprintrj  vorbatim. 

Yes. 

KENTUCKY 

Yes. 

Yes. 

Yes  -  definition  is  Yes  -  standard  is 
reprinted  verbatim,  reprinted  verbatim. 

Yes. 

LOUISIANA 

Yes. 

Yes. 

Yes  -  definition  is  Yes  -  stiindard  is 
reprinted  verbatim,  reprinted  verbatim. 

Yes. 

KAINE 

Yes. 

Yes. 

No  -*  the  protected  Yes  -  /Standard  is 
class  is  not           reprinted  verbatim, 
described. 

No  -  a  circular  distributed  to  CPS  staff 
recommends  that  CPS  allow  the  ICRC  to  determine 
if  treatment  is  consistent  with  the  CAA. 
See  app.  C»  Maine,  for  details. 

H91RYLAN0 

Yes. 

Yes. 

No     the  protected  Yes  -  standard  is 
class  is  not           reprinted  verbatim, 
described. 

Yes. 

STATE 

CAA  RCQUIKOCNT 
FOR  INOEPCNOOIT 
MEDICAL  EXAM? 

CAA  MBQUIREMOCT 
FOR  A^S  TO 
MEDICAL  ItEOWDS? 

CAA  DCFItimO^  OF    CAA  TREATMENT 
INFANT  USED?           STANDARD  USED? 

RETAINS  FUa  CAA  RESPONSIBILITY 
FOR  THE  INVESTIGATION? 

sens 

Yes, 

Yes. 

Yes  -  definition  is  Yes  -  standard  is 
reprinted  verbatiii.  reprinted  verbatim. 

Yes  ~  but  agency  evidently  lacks  Independent 
medical  consultants  which  could  produce  undue 
reliance  on  the  ICRC.   See  app.  C,  Massachusetts, 
for  details. 

MICHIGAN 

Yes  -  but  an 
opinion  be 
sought  only  when 
no  ICRC  exists 
at  a  hospital. 

Yes. 

Yes  -  definition  is  Yes  -  standard  is 
reprinted  verbatim,  reprinted  verbatim. 

No    CPS  will  not  respond  to  reports  from  parents 
that  the  hospital  is  not  providirtg  treatment  for 
their  child  and  will  direct  all  complaints  to 
hospital  ICRC.   See  app.  C,  Michigan,  for 
details. 

HINNESOTA 

Yes. 

Yes. 

No  -  protection       Yes  -  standard  is 
limited  to  children  reprinted  verbatim, 
less  than  1  year 
of  age. 

Yes. 

MISSISSIPPI  No  -  proctduris 
contain  no  such 
provision. 

No  -  procedures 
contain  nc  such- 
provision. 

No  "  the  protected       -  standard  of 
class  is  not           care  is  not  defined; 
described. 

Yes    but  the  Investigation  procedures  are 
ad  hoc,  incomplete^d  lack  the  input  of 
1 ndependent  medi  cal  consul tants . 

MISSOURI 

Yes  -  b»'t  only 
If  no  parental 
consent  or  If 
ICRC  disagrees 
with  attending 
physician*! 
treatment. 

Yes. 

Yes                      Yes  -  standard  is 
reprinted  verbatim. 

Yes    but  the  agency  places  undue  reliance  on 
the  Judgements  of  the  hospital  review  committee. 
See  app.  C,  Missouri,  for  det'^s. 

MONTANA 

Yes. 

Yes. 

No     the  protected  No  -  standard  of  care  Yes  -  but  see  app.  C,  Montana,  for  practice  of 
class  is  not           is  not  described  in    **JoHt  examination**  of  an  infant  between  the  AAP 
described.             the  procedures.         medical  consultant  and  the  attending  physician. 

NEBRASKA 

Yes. 

Yes. 

Yes     definition  is  Yes     standard  is 
reprinted  verbatim,  reprinted  verbatim. 

Yes« 

NEVADA 

Yes. 

Yes. 

Yes  -  definition  is  Yes  -  standard  is 
reprinted  verbatim,  reprinted  verbatim. 

No  -  CPS  allows  the  hospital  ICRC  to  determine 
if  treatment  is  consistent  with  the  CAA. 

NEW 

"*'*SHIUE 

Yes. 

Yes. 

Yes  -  definition  is  Yes  -  standard  is 
reprinted  verbatim,  reprinted  verbatim. 

Yes    but  the  agency  indicated  that  there  would 
be  no  further  investigation  if  an  ICRC  approved 
the  treatment  decision.   See  app.  C, 
New  Hampshire,  for  details. 

STATE 


CM  RGQUIREMENT 
rat  INOCPBOOfT 
MEDICAL  IXAK? 


CAA  REQUIROOfT 
m  ACCESS  TO 
VESICAL  KECOROS? 


CAA  OEFXHXTXOM  OF 
INFANT  USED? 


CAA  TREATHEMT 
STMOARO  USED? 


M;TAINS  Ria  CAA  RESFONSIBIUTY 
FOK  THE  IMfESTIGATlON? 


NEV 
3ERSEY 


Yes. 


Yes. 


No  -  protected 
class  Is  not 
described. 


No  -  standard  of  care  Yes. 
is  not  described  in 
the  procedures. 


NEW 
MEXICO 


Yes. 


Yes. 


Yes  -  definUion  is  Yes  -  standard  is 
reprinted  verbatim,  reprinted  verbatin. 


No  -  CPS  will  not  investigate  if  parents  and  a 
physician  agree  that  treatments  should  be 
withheld. 


NEW  YORK     No  specific  procedures  were  established  to  respond  to  a  «»edic£l  neglect  situationf    Therefore*  there  are  no  provisions  for 

independent  medical  exiMination  or  access  to  inedical  records.   Neither  the  definition  of  infant  nor  the  CAA  standard  of  care  are 
described.    In  addition,  the  agency  indicated  that  there  were  no  specific  guidelines  indicating  ^o  should  be  consulted  if  a 
nedC^al  neglect  situation  arises.    See  app.  C,  New  York,  for  details. 


NORTH 
CAROLINA 

Yes. 

Yes. 

Yes  -  definition  is  Yes  -  standard  is 
reprinted  verbatin.  reprinted  verbatim. 

Yes  *  but  CPS  evidently  has  no  independent 
medical  expert  and  a^'lows  the  hospital  to  be 
the  primary  resource  .or  '^consultation.'*  See 
app*  C»  North  Carolina,  for  detnils. 

NORTH 
DAKOTA 

Yes. 

Yes. 

No  -  protected 
class  is  not 
described. 

Yes  -  standard  is 
reprinted  verbatim. 

Yes. 

OHIO 

Yes. 

Yes. 

No  -  protection       Yes  -  standard  is 
limited  to  children  reprinted  verbatin. 
less  than  1  year 
of  age. 

Yes. 

OKLAHOMA 

No  -  procedures 
contain  no  such 
provision. 

No  -  procedereip 
contain  no  such 
provision. 

No  -  protected 
class  is  not 
descri bed. 

No  -  standard  of  care  No  -  CPS  allows  the  hospital  ICRC  to  determine 
is  not  described  in     if  treatment  is  consistent  with  the  CAA. 
the  procedures. 

OREGON 

Yes. 

Yes. 

No  -  protection       Yes  -  standard  is 
limited  to  children  reprinte<5  verbatin. 
less  than  1  year 
of  age. 

No  -  CPS  terminates  its  investigation  when  a 
hospital  ICRC  determines  that  treatment  is 
consistent  with  the  CAA. 

RHODE 
ISLAND 

Yes. 

Yes. 

Yes  -  definition  is  Yes  -  standard  is 
reprinted  verbatim,  reprinted  verbatim. 

Yes. 

SOUTH 
CAROLINA 

Yes. 

Yes. 

Yes  -  definition  is  Yes  ~  standard  is 
reprinted  verbatim,  reprinted  verbatim. 

Yes. 
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STATE 

CAA  MBQUIRENDfT 
FOR  INOCraOENT 
HEOICAL  EXMf? 

CAA  RGQUIWENEIfr 
MEDICAL  MECOKOS? 

CAA  OCntaTION  Of 
INFANT  USED? 

CAA  TREATMENT 
STANQAKO  USED? 

RETAINS  FUa  CAA  RESPONSIBILITY 
FOR  THE  INVESTIGATION? 

SOOTH 
DAKOTA 

Yt$. 

Yes. 

No  -  protected 
class  is  not 
described. 

Yet  -  standard  is 
reprinted  verbatim. 

Yes- 

TENNESSEE 

Yt$. 

Yes. 

No  -  protected 
class  is  not 
described. 

No  -  standard  of  care  Yet. 
is  not  described  in 
the  procedur$s. 

TEXAS 

Yts. 

Yes. 

No  -  protected 
class  is  not 
described. 

Yes  -  standard  is 
reprinted  vtrbatim. 

Yes  -  but  the  agency  evidently  lacks  independent 
medical  reviewers. 

UTAH 

No  -  procedures 
contain  no 
provision  for  th 
court  order. 

Yes. 

* 

No  -  protection       No  -  **inhuMne 
limited  to  children  treatment**  provision 
less  than  1  year     misstates  the 
of  age.                 standard.   See  «pp«B, 
Utah,  for  details. 

Yes  -  but  the  agency  lacks  independent  medical 
reviewers  which  could  cause  undue  reliance  on 
hospital  ICRCs.    See  app.  C»  Utah,  for  details. 

VPJIMONT 

Yes. 

Yes. 

No  -  protected 
class  is  not 
described.  ' 

Yes  -  standard  is 
reprinted  verbatim. 

Yes. 

VIRGINIA 

Yes. 

^'es. 

No  -  protected 
clasf  is  not 
described. 

Yes  -  standard  is 
reprinted  verbatim. 

Yes  -  but  the  agency  lacks  independent  medical 
reviewers  t^ich  could  cause  undue  reliance  on 
hospital  ICRCs.    See  app.  C,  Vir.,  for  details. 

WASHINGTON 

No  -  procedures 
contain  no  such 
provision. 

Yes. 

No  -  protected 
class  is  not 
described. 

No  -  procedures 
do  not  define  the 
standard  of  care. 

No  -  CPS  allows  the  hospital  ICRC  to  determine 
whether  treatment  is  consistent  with  the  CAA. 

WEST 
VIRGINIA 

Yes. 

Yes. 

No  -  protected 
class  is  not 
described. 

No  -  standard  of  care  No  -  CPS  allows  the  hospital  ICRC  to  detennire 
is  not  described  in    i/4ether  treatment  is  consistent  with  the  CAA. 
the  procedures. 

Yes. 

Yes. 

Yes  -  definition  is  Yes  -  standard  is  Yet. 
reprinted  verbatim,  reprinted  verintii;.  ^ 

WrOHING 

Yes. 

Yes. 

Yes  -  definition  is  Yes  -  standard  is 
reprinted  verbatim,  reprinted  verbatim. 

Yet. 

00  < 


COMMISSION 
FOR  HUMAN  SERVICES 
BttfU  lUrfii,  OuiirnM 


SuteorOibhomi 

Dcpanmcpt  -^f  Human  .Services 

OU«honu  CRy.  OIlU.  73125 

Jfinu&fy  19 »  19^ 


DiRECTOR 
OF  HUMAN  SERVICES 
Phd  W«ooo 


WllllM  J.  Howard 
General  Counael 

U.S.  Conaik:\on  on  Civil  Rifihts 
n21  Venaont  Ave.»  N.V. 
Vaahingtcn^  D.C.  20425 

RE:  Coniaaion  Report  on 
Haralicapped  Kewbom 

Dear  Mr.  Homird: 

Tix  Stato  of  CUflwlxoa  haa  been  and  oontlnuea  to  be  in  subotannial 
eoopllanoe  with  the  Child  Abuao  Prevents  and  Treataant  Aot»  ^2  U.S.C* 
$  5101  et  Section  4(b)(2>(k)  of  the  Child  Abuse  Aoiacndkaenta  of 

1984,  afhTftaiiaplaoenting  reflation  oontained  in  45  C*P.R.  $  13tt0.15* 
Tbb  Dcparteant  of  UMn  Servioea,  aoting  as  the  *Vroperljr  oonstitutod 
authority**  within  the  atate,  haa  exerted  a  0X)d  tkith  and  MooaaaniX 
pxx)griB  to  acc^i^aaaively  pumie  and  enforce  federally  mandated  floal^  and 
objeotivee  of  the  above  refere&)oed  la^a  and  regulator  guldellnBa. 

1J>B  agency* a  forner  Director,  Hr.  Robert  FUlton,  Initiated  the 
8tate*8  efforts  on  Jarmrj  2,  1965»  in  reepcaae  to  draft  xt^jlatlona 
li^lmntlng  pub.  L*  96*457*  (See  oopf  of  aBMorandw  Included  aa 
Attachment  1«)  Subeequent  to  tiie'puSliahins  of  new  re^ilationa  in  the 
Tedanal  Ragiatar  in  AcrUt  1965»  this  aeency  devel(^Md  appropriate 
wMtten  notices  for  all  hospital  facilitlea  in  Oklahcna.  Ihe  Ooosia- 
9ion*8  attention  is  directed  to  Attachment  2  which  is  a  copy  cf  the 
fortaal  written  not^'cea  to  hospital  a^hinistrators  tranaaltted  Aug^t 
23,  1985. 

Ihe  requiroraents  of  Section  1340.15  were  AiUy  oocplied  with  in 
the  notice  in  (tlscussing  the  obli^tions  of  ftoilitles  under  the  new 
rules.  Hr.  Michael  Pogarty,  Assistant  Director  of  the  agency's  Medical 
Services  Division*  infonaed  each  facility  of  the  strict  re(|uireacnts  of 
the  law.  For  exttqple*  he  Included  the  criteria  <^  $  13^i).15(2)(ii) 
denanding  that  each  hospital  desi^te  a  person  respond ible  for 
reporting  suspected  aedloal  neglect  including  the  withholding  of 
ti;>dlcally  indlcatod  treatoent  from  disabled  infants  with  life 
throatenlng  oondlticns.  Although  the  adralnistrator  was  presuaed  to  be 
the  designee,  the  facility  was  required  to  report  the  rane  of  the 
Individual. 


Willian  J.  Howard 
General  Counsel 

U.S.  Coeanissicn  on  Civil  Rights 


January  19»  1989 
Page  2 


Within  the  agency,  the  Child  Abuse  Unit  was  authorized  to  "coor- 
dinate ^  bonsult**  with  designated  hospital  representativos  in  oonpU- 
ancs  with  $  1340.15(2)(i).  Ihe  nem*  address  and  telephone  niaber  of 
the  supervisor  (Hs.  Ann  Bean)  wsa  incorporated  in  the  notice. 
Concomitantly,  the  facility  was  appriaed  of  its  obligation  under 
federal  law  to  ''orcqptly''  notify  the  Unit  of  any  cases  of  suspected 
oedical  neglect  (as  required  under  subsection  (c}(ii)  ).  Indeed,  the 
agency  notice  exceeds  federal  requh^eoeats  by  directing  designees  to 
utilUe  the  24  hr./7  day  per  week  Child  Abuse  Hotlliw  Whenever  the  main 
office  is  closed. 

Ihe  additionsl  facility  responaibllity  to  update  desigiiee  infortoa- 
tion  annually  was  also  noted  as  mndated  under  subsection  (3)  of  the 
regulation.  Purthennore,  a  fom  was  provided  for  the  facility  to  uti- 
lise Initially  and  with  subsequent  updates.  (A  copy  is  included  with 
Attachnont  2  I'^or  your  review.) 

Hotwithatandlng  any  nisunderdtandlngs  resulting  froca  infonaaX 
phcne  umtacts  between  C.C.R.  staff  and  Hs.  Diana  Stall,  Cklahaoa 
D^partaaiont  of  Huaan  Sendoea  written  poUoy  contains  lunerous  sections 
which  •athorlse'^and  enoourass  ao^n  to  protect  infanta  «nd  .children 
froa  either  abuse  or  neglect  including  iHdical  nsgXeot.  Addltionallyf 
recently  t»t)poaed  revlelona  (developed  froM  OBS'a  standard  oc^ir^ 
review  of  policy)  incorporates  all  of  the  criteria  and  purposes  of  the 
federal  rescOatlon.  (See  oopies  of  proposed  revised  policy  dated 
Deoeober  12,  1988  nar)ce3*  Attac^nent  3«)  Ihese  provisions  slqply 
ccnsolldate  existing  neooe  in  one  section,  anS  adoption  by  the 
Director  is  anticipated  vety  aeon. 

It  should  be  rftcognited,  however,  that  longatsndli^  policy  and 
state  law  authorized  a  AiU  panoply  of  legal  reoedies,  sccens  to 
chlldren'S/oedlcal  records,  and  nedical  exaaination  of  children  when- 
ever ah^iae  or  neglect  of  any  kind  was  at  issue.  For  exaople,  sections 
620-624  discuss,  in  Kinute  detail,  prooeduree  available  to  ocousnoe 
investigation  of  suspected  abuse  or  neglect,  initiation  of  legal  pro- 
ceedings through  the  appropriate  district  attorney  or  the  agency's 
legal  division,  acquisition  and  protection  of  the  medical  records  of 
children^  coordination  with  various  law  enforceraent  officlala,  and 
Insuring  oedical  exaos  and  treatment.  Moreover,  state  law  contained  in 
21  Okl*  Stat.  $  845  specifically  authorizes  legal  action  for  protection 
of  abused  or  neglected  children.  Ihe  requlrecoent  of  ''proqpt  notifica- 
tion'* was  oodlfied  previously  in  Section  846.  Ihese  statutes,  as  well 
aa  the  above  written  policy,  pertain  to  any  child  f roa  birth  through 
eighteen  (18)  years  of  age. 

As  evidenced  by  the  attached  notices,  the  KatjX)n&l  Center  on  Child 
Atxise,  D.H.H.S.,  has  approved  grants  enconpassing  four  consecutive 
fiscal  years  for  Oclahooa's  Child  Abuse  and  Keglect  (Disabled  Infants)/ 
Infant  Care  Review  Conalttee  Project.  (See  copies  desisted  Attachment 
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4).  ConalcJerable  time,  eiq)en»e  and  effort  was  devoted  to  the  applica- 
tion process  as  well  as  operation  of  the  prograa.  Suffice  It  to  say 
thac  the  SUte  of  Oklahcraa  and  this  agency  considers  the  prc^ram  and 
Its  purpoee  to  be  of  major  inportance. 

Ttiere  have  be«i  four  W  cases  which  were  reported  as  suspected 
medical  neglect  and  withholdings  medical  treatment,  m  four  cases  were 
Investigated  by  the  apprc^rlate  authority.  Written  reports  with  recom- 
mendations were  provided  to  the  district  attorney  for  review.  Each 
case  was  additionally  reviewed  by  the  Infant  Care  Review  Ccoxnittce  at 
Childmi'a  Hoepltal  of  Oklahcraa.  However,  CBS  made  the  decision  as  to 
referral  to  the  district  attorney. 

In  three  (3)  of  the  reported  cases,  the  district  attorney  filed 
petitions  se^cJj^g  an  emergency  order  for  consent  to  necessary  medical 
treatment  and/or  placement  of  custoMy  with  Child  Protective  Services 
for  the  purpoee  of  consenting  to  necessary  medical  treatment.  In  all 
three  (3)  cases,  hearings  were  held  before  a  Judge.  Ihe  Court  granted 
the  motions  with  treatment  ultimately  provided. 

Of  thoee  th»e  (3)  cases,  two  (2)  have  since  been  dlatHlssod  end 
closed  end  the  other  renalne  open  with  the  child  a  ward  cf  the  court. 
Kooe  cf  ttMs  children  have  died  in  ti^ese  throe  (3)  cases. 

Records  of  the  fourth  case  were  not  received  in  the  state  <^flce 
(from  the  county  DBS  offioo)  at  the  time  of  the  lnf<»nal  phone  codtact 
with  Ite.  Stell  in  Ut«  July,  1988.  The  alleeatiow  contained  the 
CoBlsslon  repwi;  are  incorrect.  lB3eed;»  this  a^noy  1»  unable  to 
deteiHlna  the  source  of  these  unfounded  alleg&tlons.  If  the  Ccwrisslon 
desires  further  verification,  please  lnfor»j  tWs  agency  of  the  sources 
of  the  Infomatlon,  dates,  names  and  other  necessary  data  such  as  hos- 
pital, physicians/nurses  involved,  and  cise  nazibers. 

In  siBBBry,  this  agency  respectfully  disagrees  with  the  Coasds- 
slon's  initial  report  findings.  Despite  the  fact  that  the  report  was 
proailgated  based  upon  Incorqplete  and  Inaccurate  Infonaatlon,  this 
agency  feels  confident  that  the  Ccnndssion  will  revise  Its  findings 
accordlx^,  and  consider  the  Oidahoaa  Department  of  Huaan  Services  in 
full  conpllanco  r  all  relevant  federal  laws,  rules,  reflations  and 
guidelines. 

It  Is  the  genuine  hope  of  this  agency  that  the  Conalsslcn  can 
devote  Its  time  and  resources  to  other  equally  ccoipelling  urgent 
civil  rights  mtters  affecting  hucan  dignity  such  as  dlscrlmlnatlcn 
based  upai  race,  ethnicity,  and  sex.  These  problem  have  proliferated 
dangerously  in  the  past  several  years.  This  agency  le  equally  oconlt- 
ted  to  aggressively  eliminating  all  vastlges  of  civil  rights  dlscrt- 
cdnatlon,  «d  will  endeavor  to  vigorously  protect  the  personal  rights 
and  freedow  of  jur  clients.  Your  interest  and  concern  is  predated, 
and  we  trust  that  this  natter  Is  resolved  to  your  satisfaction. 


William  J.  Howard  19» 
General  Counsel  ^ 
U.S.  Coindsslon  on  Civil  Rights 


With  regard  to  future  connunlcatlons  cn  this  subject  or  other 
significant  areas  of  concern,  please  direct  written  Inquiries  to  the 
Office  of  General  Counsel  at  the  letterhead  address.  This  will  avoid 
future  mlsunderstandlr^,  delay  and  expense  to  all  concerned. 

Respectfully  submitted, 
Charles  hee  Waters 
General  Counsel 


John  0.,  Pears 
(^_^  Assistant  General  Counsel 

JGP:la 
Enclosures 


[Editor's  Note:   The  attacHsents  to  this  letter  arc  available  froa 
the  Office  of  General  Counsel,  U.S.  OOnsLsslcn  on  dvll  Rights, 
tfe^xington,  p.C.   20425.  The  attadnents  are: 

1.  MszBOcandixs,  Jan.  2,  1985,  fica  Bbbert  FUltcn,  on  New  Draft 
Federal  Begulations  on  "Baby  Doe"  legislation 

2.  Letter  to  Hoepital  Afknistrators,  Aug.  23,  1985,  on  require- 
ment to  name  individual  to  leporL  laedical  neglect  of  disabled 
infants. 

3.  Riles  on  Iteports  of  Abuse  in  Out-of-^cDs  Care,  12/12/88 

4.  Grant  acward  fbrme  from  Katicnal  Center  cn  Qiild  Abuse  for  1985- 
86,  1986-87,  1987-88,  and  1988-89 

5.  Bogulations  on  Child  Abuse/Neglect/lnteSce/Iegal  Fzooess  issued 
10-1-84,  sees.  620-624.42 

6.  Begulatlons  on  OdahciQa  Children's  Msrorial  »36pital  issued 
7-15-79,  sees.  670-675 

7.  F&gulationi  on  Division  of  Child  Vfelfare  issued  8-3-79,  sees. 
680-685.5 

8.  Regulations  cn  Doosnentation  of  Service  DBllwery  issued  6-15-79, 
sees.  690-697.2] 
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COMMJSSXW 
FOR  HUMAN  SERVICES 
Bofltt  Karats,  Cbtumia 


August  10,  1989 


DIRECTOR 
OF  HUMAN  SERVICES 
Phil  Wmsoq 


Reply  10 
me  toennoa  of: 


Mr.  Vincent  Mulloy 
Office  ot  General  Counsel 
U.S..  CcastBSion  on  Civil  Ri^ta 
1121:Venaont  Ave.,  N.W. 
t^shingtcn,  D.C.  20425 

REi   Request  for  Clarlf 5  cation  of  Januaiy  19/  1989 
CorresporxSence  trora  Departoent  of  ftiaan  Servlcea 
Office  of  QeneraX  Counsel 

Deer  Mr*  Nulloy, 

I  have  personally  reviewed  detailed  docufoentatlcn  relaving  to  the 
four  oases  in  which  Oklahcaa  Youth  Services  personnel  InvestA^ted 
alleged  aodlcfla  nsglect.  Additionally,  X  Intervleifed  Ms,  Dlene  Stell 
concerning  any  ocnversations  sb^  nay  have  had  with  representatives  of 
your  offloe  in  1968. 

AU  four  cases  reported  in  correspondence  of  January  19,  1989, 
vers  correctly  recorded  and  verified,  in  each  case,  ty  treatir^  fhyel* 
olans,  the  IQBD  of  the  rsspectlve  bo^ltal,  an  Independent  liiyslolan 
not  involved  in  the  patient's  care.  Youth  Servloes  Investigative  pe:^ 
somel  and  their  8upervls<»«i  district  attorr»y8>  Jude^  in  the  coun- 
ties in  question,  and  of  course,  the  state  Office  of  DHS. 

Ms.  Stell  presented  the  log  with  Inforcratloo-of  the  referrals  for 
review*  Altix)U{^  she  was  under  the  assuoptlon  that  her  phone  ocn* 
versations  in  1988  were  with  fedex«l'RB3  evployees,  she  stated  that  it 
is  possible  that  an  employee  of  the  Conndss/xn  contacted  her*  However, 
she  is  adscnnt  that  the  infonoation  she  provl^  by  phone  was  read 
directly  from  the  log.  Finally,  the  Infonratlon  I  provided  in  January, 
1989  corresponds  to  the  ofislnal  entries  on  the  log.  Indeed,  Ms. 
Stell* a  statements  to  me  yssterday  are  identical'  to  statenients  she  made 
to  me  In  January. 

Ttjs  Gcnmission's  rough  draft  was,  in  fact,  Inaccurate.  Ihe  only 
conceivable  explanation  is  that  the  Ccraaission's  represai^^ative  incor- 
rectly recorded  Ms.  Stell 's  statements.  Of  course,  one  of  the  cases 
was  not  recorded  on  the  log  until  after  the  telephone  conversations 
with  Ms.  Stell.     I  reported  that  '»se,  however,   in  January 
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^rrespor.dence.  In  arv  event,  it  is  highly  questionable  that  the  rep- 
resentative failed  to  request  in  writing  slwilar  verification  fron  Ms. 
Stell  In  1988  Inroedlately  following  the  phone  conversations. 

Because  of  aK>llcable  atatutes,  regulations  cr^  policy,  no  Identi- 
fying Inforaation  can  be  provided  without  written  consent  of  the  pa:^ 
ties.  Investigations  Indicated  that  the  parents  in  those  cases  were 
refusing  to  consent  to  treatment  protocols.  All  four  cases  wer^e  c^f^x^ 
red  to  the  i^rc^riate  district  attorney  pursuant  to  atate  law  ar^ 
agency  and  hospital  policies.  In  three  of  tbi  cases,  bhe  district 
attomeyxsought  and  obtained  court  orders  granting  CHS  custody  for  pur^ 
poses  of  consenting  to  treatnaent.  In  those  ttiree  cases  DHS  obtained 
the  aK>rpprlate  treatment,  and  all  three  duldren  are  alive  although 
severely  ha^idicapped. 

In  tlie  fourth  0Me»  the  dUtrlot  attorney  nKjulred  fUrtiier  lnvee^ 
tlgatv^n  and  advice  of  nedical  ejqwrts.  it  was  determined  by  m  Inde- 
pendent physician  (who  was  ultlnately  in  agreement  with  the  treating 
physicianf  and  ICRC)  that  the  infant's  condition  was  Inoperable.  The 
tnf5«nt  had  alre^  W2d«vne  ti»  «  The 
treating  pl^cian  detervlned  that  there  was  no  known  cun  or  sursloal 
°!??^wl5!?4^^  SeparaU  inquirl«i  >the  inta^andant  jJ^sicltti 
and  ICRC  both  detenalned  that  there  were  no  known  survivors'  in  medical 
4^^^"^  Hlth  the  degree  of  dysfUriCtloh  observed  and  (jocuoented  in 
tne  infant.  Farther,  death  was  Inndr^t  reeardless  of  ary  treataenF 
protocol  that  Might  be  oboeem  It  ma  also  evident  that  further  eurxl- 
cal  intervention  would  have  resulted  in  a  slower,  painful,  more  agonis- 
ing >death. 

Ihe  district  attorney,  base<l  upon  the  above  Investigative  find- 
ings, decllx^  to  pursue  legal  action,  civil  or  criminal,  agalr^t  the 
parents  or  physician.  Although  the  anorvmous  coqplalnt  was  Initially 
made  ajsaliist  toe  treating  pt^loian,  the  investigators.  Independent 
Physicians,  lORC,  end  parents  were  unanimous  in  stating  that  the 
treating  physician  did  not  neglect  or  withhold  treatment,  lb  the 
contrary,  the  treating  physician  and  parents  each  stated  that  the 
physician  fully  explained  all  treatment  protocols,  the  diagnosis  and 
prognosis,  and  advised  them  to  se^  a  second  opinion.  The  medicbl 
records  and  laboratory  tests  supported  the  opinion  of  the  fi^ysiclan. 

The  parents  refused  to  consent  to  additional  surgical  Interven- 
tion. Jheir  final  atated  decision  and  wrlttwi  consent  was  to  nake 
their  Infant  as  palnfree  and  comfortable  as  possible.  Pain  medication 
was  prescribed  and  adnlnistered.    The  phyaician  also  prescribed,  and 
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the  hoepltal  adainlatered,  nutrition  and  nydratlon  Intraverxwsly.  Ihis 
case  arose  prior  to  current  fe<3eral  Im  but  >*oald  clearly  have  nset  all 
of  tiie  three  exceptions  to  mandatory  treatjaent  outlined  In  h3  C.P.R.  S 
WO.  15. 

RBQUESTOX)  THE  COmiSSION 

•  The  verified  records  of  the^e  four  cases  deoonstrate  conclusively 
that  the  Camiission^s  rough  draft  wis  In  error.  Since  publication  of 
inaccurate  data  would  be  quite  enbarraslng  to  Individual  Cocnlaalon 
members,  the  SUte  of  Oklahona  requesta  that  the  flixM  report  be  cor- 
rected prior  to  printing.  In  addition,  correspondence  (with  all 
attachDents)  Includli^  the  responses  to  Mr.  Howard  datsd  Januaiy  19, 
1989,  md  AprU  24,  1989,  this  response  to  Mr.  Haioy,  and  the  Order 
grwitlng  defendtnU*  Swai^y  JiuJceent  In  Johnecn^  et  al  y. 
al  (a  ooiv  la  attached  hereto),  should  be  attached  to  to  tne  n«u 
report.  Finally,  please  forward  a  printed  copy  of  the  report  to  the 
undersigned  wl\h  wroprlate  billing. 

.  Becauae  the  State  of  CklitoMi  and  Depart^t  of  Hubwi  Service©  are 
ocoplylw  fully  with  the  exeivlary  provialcna  of  25 
Treat«fit  Act,  k2  U.S.C.  $  5101  et  aea^  Sectlui  «b)(2)0c)  of  the 
Child  K^t  Amendtaent  of  1984,  anTnF^P.R.  S  1340.15,  the  G«f«ral 
Counsel  'requests  that  any  other  alleged  medical  neglect,  or  allegations 
of  ffcUui^  to  Inveetlgate  properly  nedlcal  neglect,  known  to  the  Cc©- 
■iMloD.  U  to  the  wS«?»l©ied.  The  Cca«laaloo  <«J,J«^«««^ 

ed  ^t  lAvHate  and  appropriate  li^zveetlgatlcn  and  action  will  be  inl* 
tlated  by  t^'ila  offloe. 

Please  confirm  In  writing  the  receipt  of  this  mailing  (Including 
attachnentj)  coalled  express  thla  date. 

Sincerely, 


JQP:la 

cc:  Governor  Henry  Bellrooo 


John  e.  Pears 
Assistant  General  Counsel 
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RZCaXJU)  R.  OtOM,  in  his 

lndividu«X  capacity,  mt 
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XO.  CXV-*t5«*3434*A 


Q  1  P  H 

Mov  th»  court  In  thi«  cam  is  dafandants*  joint  sotioi^  for 
purtial  aunary  judgaont.  Dafandaots  ••alut>ftrtial  suaMry  judgaant 
undar  rad.  W.  civ.  f.  9«(d)  o»  plaintiffs*  oUIm  for  iajcaetiva 
and  dafclaratosy  raliaf  on  tha  gromtd  that  tha  discrininatory 
practicaa  cf  irtiich  plaintiffa  coi^>lain  do  not  rapraaant  an  ongoing 
ham,  and  ara  iacapabla  of  rapatition.  rtm  daf andants  against  vSm 
only  injunctiva  and  daclaratory  r^liaf  is  sought  also  saak 
di^iaaal  fros  thia  action. 

Plaintiffa  bring  this  action  both  on  thair  ovr.  bah«lf  and  on 
bsbalf  of  all  childran  vith  iiysl<»aningooala  vho  hava  baan,  ara, 
or  Bay  in  tha  futura  ba  avaluatad  or  traatad  by  th^i 
BV^loaaningocala  taa»  or  its  saabars  at  oJdahona  children's 
n&orlBl  RocpiUl  (OOfR),  and  on  bahalf  of  thair  parants  and  lagal 
gvanSians,  Asandad  Cosplaint,  p.  para.  32.  plaintiffa*  allaga 
that  dafandantsi  nadicaX  sarvica  providars  and  £dainiatrators  at 
OOfH,    and    othars,    discrisinata    against    infanta    bom  vith 


ayaloMningocala  by  baaing  traataant  daciaions  on  non*aadical 
i»ocial  and  aconoaio  critaria,  such  aa  tha  faaily'a  aconoaic  and 
intallactual  rasourcaa,  gaographio  location  of  thair  hoaa,  and  tha 
child'a  projactad  intallactual  capacity.  Plaintiff a 'alisg.  that 
tha  usa  of  such  critsria  conttitutas  discriaination  in  violation 
of  thsir  subsUntiva  and  procadural  dua  procass  rights,  and  rights 
to  aqual  protaction  undar  tha  Fourtaanth  Aaandaant.  causaa  of 
action  1-f  of  plaintiffa*  first  Aaandad  Co^Uint  aaak  daclaratory 
and  injunctiva  raliaf,  aa  vail  aa  aonatary  daaagaa.  Thasa  cauwis 
of  action  pray  that  tlva  court  both  daolara  that  dafandants  hava 
angagad  in  unXavful  oonduot  and  also  aajoln  dafandants  froai  furthsr 
angaging  In  such  conduct. 
(1)    InAmtftivf  a^Uff 

A  olsla  for  Injunctivs  rsliaf  is  appropriata  only  vhara  a 
plaintiff  daaonstratas  that  ha  facas  a  vimk  of  continuing  hara. 
Evidanca  of  past  injury  alooa  ia  Insufficiant  to  varrant  an 

injunction.  fiiMrY,  ftw  nf  rhtnMw,  7S$  r.a4  wo,  57a  <7th  cir. 
1965);  Q'ffhfi  Y,  riittltrvm.  f4  «.Ct.  €€$,  m  (if74).  in  addition, 
to  aaintain  a  claia  tor  injunctiva  raliaf  a  plaintiff  suat  shov 
aora  than  a  aars  spaculativs  or  thaoratical  Feasibility  of  futura 
hara.  Yhara  aust  ba  soaa  raalistio  liJcalihood  that  tha  allagad 
paat  hara  vill  bs  rapaatad.    citv  of  t^^  ^^i^m  y.  T,Yr?ni.  103 

s.ct.  mo,  me-u7o  (ift3). 

Tha  court  finda  that  plaintiffs  have  failad  to  shov  any  aors 
than  a  spaculativo  possibility  of  futura  diecriainatory  traataant 
by  dafandants,  aithsr  vith  faspact  to  tha  naaa<f  plaintiffa,  or  vith 
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rtsp«ct  to  prM«nt  and  future  infant*  vith  syaloMningocala  who 
vlU  b«  •valuatttd  by  4«f«ndants*  Although  thU  C4««  ha«  b^tn 
p«ndin9^  ovor  \thro*  y«ars»  and  axtanalva  diacovary  haa  h%%n 
conductad,  plalntiffa  hava  producad  no  avldanca  that  dafandanta 
hava  angagad  In  any  aaloetiva  dlacrlmlnatory  traat»ant  of  navboma 
ainca  19t4«  On  tha  contrary,  tha  undlaputad  avldanca  aubaittad  by 
dafandanta  ravoaXa  that  all  n*i#boma  undar  dafandanta*  cara  alnc^ 
X9t4,  with  tha  axcaptlon  of  ona  for  vho«  aur^lcaX  traat»«nt  vould 
hava  baan  futiio,  hara  raof ivad  aggraaaiya  traatsant.  Vm,  Sunary 
of  Dafandanta*  Anavara  to  Xntarrogatory  Mo.  1>#  ftchlbit  3, 
Dafandanta*  Blotion.  Thia  avidanoa  atrongiy  auggaata  that  any 
unlawfttX  diacrUlnatltm  practicad  by  dafandanta  haa  long  ainca 
cMoad.  Raaaonabla  jurors  ooiad  not  find  that  dafandanta  poaa  % 
rlak  of  oontiiwiiif  hazs.  to  childran  vith  ayalOMnlngocala 
praaanting  at   OCKH.  R.  civ.  P.  56(c)  aandataa  tha  antry  of 

•uwary  judgsent,  aftar  adaqaata  tiaa  for  diaoovary,  againat  a 
party  vho  haa  faiXad  to  «aka  a  aufficiant  Bhowing  on  an  aaaa»tial 
alaaant  of  bar  casa  vith  raapoct  to  vbich  aha  haa  tha  burdan  of 
proof.  rflot«y  grtrn.  V.  Cfctratt.  9X  Utd.id  265,  (X986);  An^flriQn 
v„  T.lbartv  TAtibf.  rno..  10«  l.Ct.  2505  (XSt«) . 

Plaintiff a'  arguaant  in  aupport  of  thair  propoaitlen  that  a 
factu^X  iaaua  axlata  »a  to  vhathar  dlacrlalnatory  »adlcaX  traataant 
is  ongoing  la  unporauaaiva.  Plalntiffa  raly  on  dapoaltlon 
taatUony  by  Cara  Kadiaon,  Chaptmay  Caitpf  and  friada  Smith, 
raXativ^a  of  tha  infant  plalntiffa  In  thla  caaa,  that,  prior  to  th* 
filing  of  thla  actlor.,  dafandanta  danlad  tha«  any  raaX  cholca  aa 
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to  traatnant  of  thalr  chlXdran,    Thla  avldanca,  bovavar,  ralataa 
only  to  dafandanta*  paat  conduct:  *t         tlaa  dafandanta  vara 
•valuatlng  tha  na»ad  ploii^tlff  Infanta.    Zt  doaa  not  conatltuta' 
avldanca  of  any  axlatlng  or  futura  thraat  of  unlavful 'conduct  for 
vhlch  an  Injunction  alght  11a. 

With  raspact  to  tha  rlalc  of  futura  harm  to  tha  namad 
plalntiffa  In  this  caaa,  both  Kallaaa  Caap  and  StonavaXl  J*  Salth 
ara  daccaaad.  2njunctiva  rallaf  aa  to  thaa  la  tharafora  claarly 
Inappr^rlata.  Carlton  Johnson,  hovavar,  is  surviving  and  raaalna 
an  outpatiant  at  OCKH.  Although  Carlton  Joh^iaon  haa  baan  undar 
^•fandanta*  cara  alnoa  hla  birth  In  Saptaabar  X»t2,  plalntiffa  hava 
producad  no  avldanca  of  dlacrlalnatory  aadical  traataant  of  his 
ainca  octobar,  X9t2.  Plalntiffa*  avidanoa  of  a  continuing  thraat 
of  har»  to  Carlton  Johnaon  oonalata  antlraly  of  unatibatantlatad  and 
Inadmlaolbla  atataaanta  of  opinion,  not  ba^ad  on  paraonal 
knotfladga,  by  Shar6a  Johnaon,  Carlton  Johna<m*a  aothar. 
Plalntiffa*  ftaaponaa  Brlaf,  p.  10-XX.  tuch  atataaenta  ara  not 
coapatant  avldanca  for  raaictlng  auaaary  judgaant  ox*  dafandanta* 
clalaa  for  Injunctlva  rallaf.  .Baaad  on  tha  avldanca  bafora  tha 
Courtf  raaaonabla  jorora  cotUd  not  find  that  Carlton  Johnaon 
praaantly  facaa  a  raaXlatlc  llkallhood  o'.  futura  dlacrlalnatory 
traataant  by  dafandanta. 
(3)    f>tr1«y«»ftTY  ^•liaf 

Having  raaolvad  tha  Injunctlva  rallaf  laaua,  va  now  turn  to 
plalntiffa*  clalaa  for  daclaratory  rallaf.  Tha  Daclaratory 
Judgaant  Act  la  anabXing  act,  which  confara  a  dlacratlon  on  tha 
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court,  rithr  an  Ab«olut«  fflqht  on  th«  litigant.    Crtmn  v. 

HintflUr.       L.Ed. 2d  37X.  37f  (mS)  I  Public  S«rvtc«  Comm.  v  KVrTrff 
73  S.Ct.    33«,  339  (1953). 

Th«  Court  in  if  dlscr«tlon  d«clin««  jurisdiction  ov«r 
plaintiffs*  daclaratory  raliaf  claias  for  aavaral  raatona.  rirat, 
declaratory  ralivf  is  appropriate  only  vhara  tha  facts  show  "a 
aobaUntial  controvarsy  •  •  •  of  sufficiant  iaMdiacy  and  raality 
to  warrant  tha  issuanca  of  a  declaratory  jud^want."  Karvlartd 
caamltv  Co.  v.  Pacific  Ca»\  t,  <>n  ca, .  ^5  t.ld.  •3«,  ^39  (1941). 
Aa  aaan  above  in  our  diacuiaion  of  injunctive  T^lief,  plaintiff  a 
have  feilid  to  ahov  that  their  controversy  retains  %  <iuality  of 
ivMdiacy  <lue  to  an  iminant  threat  of  hara. 

tfecoRd^  the  declaratory  judgaent  reaedy  is  ordinarily  limited 
to  caaee  vhere  the  rights  to  be  protested  have  not  yet  been 
invaded,  or  whare  the  wxt>ngs  to  be  prevented  not  yet  couitted  to 
the  extent  of  actionable  daaage.  Where  the  vrongfuX  acts 
coacplained  of  have  elready  baan  cc«aitted  and  the  cauae  of  action 
already  exists,  daclaratoiy  relief  will  not  lie.  2«  C.J.S. 
Declaratory  Judgaente  |17  (1956);  Cincinnati  8hoe  Htp.  ca.  v> 
£iflfiri£h»  313  r.3d  583  (Cth  Cir.  1954).  Plaintiffs  in  this  cass 
ars  coaplaining  that  thsir  rights  havs  alrsady  been  violated  by 
wrongful  acta  already  ooaaittsd  by  defendants. 

Third,  a  declaratory  judgaant  proceeding  ia  primarily  intandad 
to  conatnie  the  aaanlng  of  a  law,  not  to  dataraine  the  exiatanca 
of  controverted  facts.  A  court  ahould  ordinarily  refuse  a 
declaratory  judgaent  which  can  be  made  only  after  a  judicial 


invaatigati^^  of  disputed  facts.  Wnlfd  Mlna  werkT«  of  Am«plr« 
v.  RonccQ,  314  P. 3d  li<  (10th  Cir.  1963),  pn  nd.  233  F.Supp., 
165  (0.  Wyo.  1964);  An»t>t«  Tn«.  Co.  v.  ^hlHn  T^ftn«  r^,  .  214 
F.Supp.  373,  376  (W.D.  So.  Dakota  1963).  The  prsssnt  cass  vill 
turn  largsly  on  quss^ioiv)  of  fact  to  be  resolvsd  at  trial.  A 
cnicial  fact  qusstion  is  whsthsr  dsfsndants  i?.  fact  applisd 
discriainatory  criteria  in  sslecting  infants  for  banaficial 
traataent.  Such  fact  qusstior^  aaks  dsclaratory  rslisf 
inappropriate  in  this  case. 

Finally,  the  declaratory  judgaent  reaedy  is  ordinarily  not 
appropriate  whore  another  equally  or  aore  iaportant  reaedy  is 
already  availabls  for  ths  issues  or  rights  sought  to  be  dsUrained 
or  declared,  gaplovere'  Liability  wuranr^  Corp.  v.  tCltch^]|,  2II 
F.2d  441,  443  (5th  Cir.  1954).  Thim  is  particularly  so  where  the 
caae  is  slready  ri^  for  relief  by  such  reaedy.  Pr»s«ar 
Industries.  Tno.  v,  Inmurmnr^  rp,  of  Wa.  faifrle^,  356  F.Supp.  327," 
330  (ir.D.  Tex  1973),  BltlAi  475  F.2d  1402  (5th  Cir.  1973). 
Plaintiffs  have  e  fully  ftdoguate  reaedy  for  their  alleged  wronga 
in  their  claia  for  aonaUry  damages.  Ths  exiatanca  of  this  reaedy 
aakss  declaratory  relief  unnecessary  in  this  caae. 
CQnclualon 

For  the  above*  stated  reasons,  defendants  ars  hsraby  granted 

euaaary  judgaent  on  plaintiff  a*  claisis  for  injunctivs  and 
daclarato^vf  relief.  Fed.  X.  Civ.  P.  56(d).  Coneequently,  thoae 
defendanta  againat  whoa  only  injunctive  or  dsclaratory  is  sought, 
dsfsndants  Reginald  Bamaa,  Williaa  Bamca,  Chandler,  Couseone, 


OoMiltt«  tmtofi«  rirMSf  rurr,  Cr—t,  lUrgU*  lUrrU*  K*rtl«y,  xiad« 
Orr,  »^IX1«#  tUffort,  f^illlvin,  T«tyr«)c,  Touii,  Tull,  wait«rs« 
ll«tMi«  Ynfv«,  An*  ChlldrsnU  Hwltsr,  ino.  ar«  h«r«by  dxsxxsscd 
mni  mmxci  tvom  this  action* 

taainlTr;  for  trial  In  thU  c«m  aro  plilntlffo'  claims  for 
Bonotary  daaa^os  against  dofondanU  Craig,  Gross,  K«rt>ock, 
S^tdsshsldt,  Uvington,  Morris,  Olsoo,  Fratt,  Msook,  ftu«B)cy,  and 
thovpdon* 

It  i«  s«  ordsrsd  this  J^^-T^V 
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Montefiore 


r/ootet^c  MecJtCdi  Center 


til  East  2i(MhStfecl 
Bronx.  N8wYofKt0467 

2'? 920.  6736 


In  asvcciat>cn  vir.th 

AJteri  Einvictn  Co»ege  oi  Medtc*ne 


Office  of  legal  Af fair$ 


VIA  FEDERAL 'EXPRESS 


Hovember  11,  1988 


WiXliam  J.  Howard 
General  Counsel 
United  States  Commission 
on  Civil  Rights 
1121  Vermont  Avenue,  N»W. 
Washington,  D.C.  20425 

re:  Proposed  Report  on  Medical 

Treatment  of  Handicapped  Infants 

Dear  Mr.  Howard: 

Enclosed  is  the  response  of  Montefiore  Medical  Center  to  an 
excerpt  from  a  report  being  prepared  by  the  United  States 
Commission  on  Civil  Rights  on  the  medical  treatment  of  handicapped 
infants,  which  was  enclosed  with  your  October  19,  1988  letter  to 
Spencer  Foreman,  M.D.,  President  of  Montefxore  Medical  Center. 

We  understand  that  the  enclosed  response  will  be  published  as  an 
appendix  to  the  report,  pursuant  to  P.I..  87-183  {98th  Cong.  Ist 
Sess) (H.R.2230). 

Very  tprfly  yours. 


Nadia  C.  Adler 
Vice  President  - 
Legal  Affairs 
and  General  Counsel 


NCA:bw 
Enc. 

cc:  Spencer  Foreman,  M.D. 
Constance  Margolin, 
Associate  General  Counsel 


(A:INPAKTS/B18] 


H«nry  «nd  LKy  Mosw  Dr/^i^n 

fvn^  Ht«W»  C«rt«f 

Loeo  C«ni*f  SWW  Nufj^g  F*c*ty 

Mc4'^«(<y«  Ho^  Htirf  Agefsz, 


V«  trAJnt  Lane  F«nry  P»ictce 
North  Ctrttr  Bcoox  hcnoiti 
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Response  of  Montefiore  Medical  Center 
to  Four*  Typewritten  Pages 
Identified  as  a  Portion  of 
"Chapter  11,  Role  and  Performance  of  ICRCS," 
from  a  Proposed  Report 
by  the  United  States  Commission  on  Civil  Rights 
on  the  Medical  Treatment  of  Handicapped  Infants 


This  statement  is  submitted  by  Montefiore  Medical  Center 
("Montefiore")  in  response  to  the  four-page  excerpt  from  the 
above-referenced  Report,  which  the  United  States  Commission  on 
Civil  Rights  (the  "Commission")  forwarded  to  Montefi  for 
review  and  comment  pursuant  to  the  rules  and  regulatxons  of  the 
Commission  (45  C.F.R.  Chapter  VII). 

Although  the  Commission  furnished  only  a  fragment  of  its  Report 
to  Montefiore,  it  appears  that  the  purpose  of  the  Report  is  to 
evaluate  compliance  by  infant  care  review  committees  with  the 
Child  Abuse  Amendments  of  1984  (the  "Child  Abuse  Amendments") , 
which  prohibit  the  withholding  or  withdrawal  of  medical  treatment 
from  handicapped  infants  except  under  certain  circumstances. 


^  42  U.S.C.    §5012.    The  Child  Abuse  Amendments  define  "child 
abuse  and  neglect"  to  include  "medical  neglect."    42  U.S.C. 
§5102*    The  Child  Abuse  Amendments  and  the  regulations  of  the 
Office  of  Hvonan  Development  Services  of  the  Department  of  Health 
and  Human  Services  ("HHS")  thereunder  define  "medical  neglect  as 
the  "withholding  of  medically  indicated  treatment,"  which,  m 
turn,  is  defined  in  the  statute  and  the  regulations  as  "the 
failure  to  respond  to  the  infant's  life-threatening  conditions  by 
providing  treatment  (including  appropriate  nutrition,  hydration 
and  medication)  which,  in  the  treating  physician •s  or  physicians 
reasonable  medical  judgment,  will  be  most  likely  to  be  effective 
in  ameliorating  or  correcting  all  such  conditions,"  with  certain 
express  exceptions  discussed  in  detail  at  pp.  6-8,  infra.  (42 
U.S.Cc  §5102?  and  45  C.P.R.  Part  1340  and  Appendix  thereto.) 


307 


ERiC  3LS 


The  excerpt  provided  to  Monte fiore  focuses  on  the  infant  bio- 
ethical  review  committee  of  Montefiore  and  the  Albert  Einstein 
College  of  Medicine  (the  "Einstein-Montefiore  Committee"),  and 
proposes  to  conclude  (p.  4)  that  Committee  has  "not  been  attempt- 
ing to  apply"  the  standards  established  under  the  Child  Abuse 
Amendments* 

Montefia  e  takes  strong  exception  to  the  conclusions  asserted  in 
the  Report.    These  conclusions  ara  inaccurate,  unfair  and  have  no 
basis  in  fact  or  law.    Montefiore  is  proud  of  the  members  of  its 
infant  bioethical  review  committee  —  respected  and  dedicated 
professionals  who  have  devoted  many  anguished  hours  of  thoughtful 
and  difficult  work  to  ensure  that  no  disabled  infant  is  denied 
medically  indicated  treatment. 

The  Einsfcein-Montefiore  Committee  was  established  in  19»4  as  a 
set  of  interlocking  committees,  one  for  each  of  Montefiore 's 
hospital  divisions  and  one  for  each  of  the  two  other  hospitals 
affiliated  with  the  Albert  Einstein  College  of  Medicine  and 
Montefiore,    A  core  group  of  experts,  consisting  of  a  neonatolo- 
gist,  three  other  pediatricians  with  expertise  in  neonatology, 
disabilities  and  rehabilitative  med:Lcine;  and  bioethicists,  with 
an  .attorney  acting  as  a  consultant  to  the  group,  serve  on  each 
hospital's  committee.    The  individual  hospitals  appoint  nuiusir^g, 
social  work,  administrative  and  community  representatives  '-o 
their  respective  committees. 


-3 

The  Chairman  of  tha  Einstein-Montefiore  Committee  is  Alan 
Fleischman,  M,D,,  Director,  Division  of  Neoncitology  and  Professor 
of  Pediatrics  at  Albert  Einstein  College  of  Medicine  and 
Montefiore  Medical  Center,    Dr.  Fleischman  is  an  eminent  biOicsLhi- 
cist  and  neonatologist  who  is  actively  involved  in  many  organiza- 
tions dedicated  to  the  care  and  rights  of  disabled  infants, 
including  the  National  Bioethics  C»"^mmittee  of  the  American 
Academy  of  Pediatrics;  the  New  Yot\  State  Task  Force  on  Life  and 
the  Law;  New  York  Neonatal  Technical  Advisory  Group  (to  the  New 
York  Statement  Department  of  Health) ;  llie  National  Advisory 
Committee,  Project  Bridge  (U.S.  Department  of  Eduation  grant  for 
educating  pediatricians  about  decision-making  for  disabled 
infants);  and  as  Chairman  for  Chapter  Grants,  March  of  Dimes,  He 
is  the  author  or  co-author  of  approximately  130  book  chapters, 
articles  and  abstracts  pertaining  to  neonatology  and  the  care  and 
treatment  of  disabled  infants. 

The  Einstein-Montefiore  Committee  chaired  by  Dr.  Fleischman  has 
established  a  uniform  set  of  principles  to  guide  its  members  in 
their  deliberations.    The  principles  are  intended  to  assist  the 
Committee  members  in  applying  the  Child  Abuse  Amendments  to  the 
cases  under  review.    Thus,  the  principles  include  explicit 
statements  affirming  the  intrinsic  dignity  and  worth  of  every 
newborn,  and  provide  that  all  infants,  irrespective  of  disability 
or  handicap,  be  offered  "hunane  care  and  appropriate  treatment." 
(See  Fleischman,  Bioethical  Review  Committees  in  Perinatology,  14 
Clinics  in  Perinatology  379  (1987)     (^Fleischman")  ,  304. 
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In  addition,  even  though  mandatory  prospective  review  is  not 
required  by  federal  law,  the  Einstein-Montefiore  Committee  has  a 
stated  policy  of  prior  review  of  all  cases  in  which  it  is  proposed 
that  medical  treatment  be  withheld  or  withdrawn  from  an  i-'fant 
who  is  not  inmiinently  dying.    The  Committee's  voluntary  policy  of 
prospective  review  clearly  adds  to  the  burden  of  the  Committee 
members,  at  times  requiring  Committee  members  to  meet  on  an 
emergency  basis  to  consider  the  needs  of  a  particular  infant,  but 
the  Committee  members  view  such  prospective  review  as  an  integral 
part  of  their  duty  to  protect  disabled  infants  from  denials  of 
medically  indicated  treatment.    It  is  clear  both  from  the 
Committee's  principles  and  from  its  operational  procedures  that 
it  is  dedicated  to  protecting  disabled  infants  from  denial  of 
medically  indicated  treatment. 

It  is  also  clear  from  the  records  of  Montefiore's  Division  of 
Neonatology  that  not  just  the  Cormittee,  but  the  neonatology 
servir^  as  a  whole,  la  dedicated  to  providing  medically  indicated 
treatiiient  to  disabled  infants,  and  routinely  provides  that  care. 
In  each  case,  the  determinant  for  treatment  is  whether,  in  the 
reasonable  medical  judgment  of  the  treating  physician,  a  treatment 
is  available  that  can  ameliorate  or  correct  a  life-threatening 
condition  within  the  meaning  of  the  Child  Abuse  Amendments.  (See 
pp.  9-10,  infra.) 

Accordingly,  the  Office  of  the  Inspector  General  ("OIG") ,  the  HHS 
office  responsible  for  auditing  compliance  with  HHS  statutes  and 
regulations,  has  been  favorably  impressed  by  the  practice  and 
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procedures  of  the  neonatologists  and  the  Einstein-Montefiore 
Committee.    In  its  1987  study  of  infant  care  review  committees 
under  the  Child  Abuse  Amendments ^  OIG  singled  out  the  Einstein- 
Montefiore  Coraroittee  from  among  the  ten  committees  reviewed  by  it 
nationally,  describing  the  Einstein-Montefiore  Committee  in  some 
detail,  and  concluding  that  it  is  "generally  structured  and 
functioning  in  conformance  with  the'HHS  model  guidelines,  and  may 
serve  as  a  useful  reference  for  hospitals  considering  the  estab- 
lishment  of  similar  committees."      OIG  reached  this  conclusion 
based  on  a  full-day  on-site  visit  to  Montefiore,  in  which  OIG 
staff  conducted  case  reviews  and  interviewed  Committee  members  to 
get  an  in-depth  understanding  of  the  Committee's  work. 

By  contrast,  it  appears  that  the  sole  source  of  information 
relied  upon  by  the  Commission  to  criticize  the  Einstein-Montofiore 
Comittee  is  the  article  written  by  Dr.  Pleischman  on  infant 
bioethijal  revie^^r  committees,  referred  to  above.    Dr.  Pleischman 's 
article,  however,  does  not  comprise  an  exhaustive  review  and 
report  on  the  work  of  the  Einstein-Montefiore  Committee,  and  r 
reading  of  the  article  cannot  substitute  for  a  thorough  examina- 
tion of  the  Committee's  work.    In  fact,  the  sole  portion  of  the 
article  discussing  in  any  way  the  particulars  of  cases  reviewed 
by  the  Corom: ctee  provides  only  the  most  cursory  summary  of  eight 
of  the  thirty  cases  reviewed  by  the  Committee  in  its  early  years. 


Office  of  Inspector  General,  U.S.  Dept.  of  Health  and  Human 
Services,  Infant  Care  Review  Committees  Under  the  Baby  Doe 
Program  (1987) ,  11. 
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in  a  discussion  less  than  one  page  in  length  (Fleischmant 
388-389) 


Distilled  to  essentials,  the  excerpt  from  the  Conunission's  Report 
suggests  that  thh  Einstein-Montef iore  Committee  fails  to  adhere 
to  the  Child  Abuse  Amendments  because,  as  stated  in  Dr. 
Pleisehman^s  article,  it  has  permitted  treatment  to  be  withheld 
in  some  cases.    However,  the  Child  Abuse  Amendments  do  not  make 
it  unlawful  to  withhold  or  withd^^aw  treatment,  but  only  to 
withhold  or  withdraw  medically  indicated  treatment.    The  sheer 
fact  of  a  denial  of  treatment  in  any  given  case  is  without  legal 
significance.    No  inference,  much  less  conclusion,  of  illegality 
can  be.  drawn  from  a  denial  alone.    A  finding  of  illegality  must 
turn  on  the  detailed  facts  of  each  individual  case,  to  determine 
whether  the  treatment  was  medically  indicated,  including  whether 
the  denial  failed  to  fit  within  explicit  regulatory  provisions 
permitting  treatment  to  be  withheld  or  withdrawn. 

The  Child  Abuse  Amendments  and  the  federal  regulations  promulgated 
thereunder  explicitly  authorize  the  withholding  or  withdrawal  of 
treatment  under  the  following  circumstances: 


It  should  be  noted  that  Dr.  Fleischman's  article,  which  was  not 
intended  to  be  a  comprehensive  exposition  of  the  Committee's 
work,  provided  minimal  information  about  the -cases  discussed  in 
order  to  preserve  the  confidentiality  of  patient  information. 
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"when,  in  treating  physician's  or  physicians'  reasonable 
medical  judgment,  (A)  the  infant  is  chronically  and  irrevers- 
ibly comatose;   (B)  the  provision  of  such  treatment  would  (i) 
merely  prolong  dying,  (ii)  not  be  effective  in  ameliorating 
or  correcting  all  of  the  infant's  life-threatening  condi- 
tions, or  (iii)  otherwise  be  futile  in  terms  of  the  survival 
oS  the  infant'  or  (C)  the  provision  of  such  treatment  would 
be  virtually  futile  in  terms  of  the  survival  of  the  infant 
and  the  treatment  itself  under  such  circumstances  would  be 
inhumane."     (42  U.S. Co  §5102  (2) (B) (3) ,  45  C.F.R. 
S1340.15(b>  (2) .) 

To  provide  guidance  to  health  care  providers  as  to  when  the  Child 
Abuse  Amendments  permit  the  withholding  of  treatment,  HHS  issued 
guidelines  which  state,  inter  alia,  thar  the  phrase  "the  treatment 
itself  rnder  such  circumstances  would  be  inhumane"  in  subsection 
(C)  means  that  "the  treatment  itself  involves  significant  medical 
contraindications  and/or  significant  pain  and  suffering  for  the 
infant  that  clearly  outweighs  the  very  slight  potential  benefit 
of  the  treatment  for  an  infant  highly  unlikely  to  survive."  \45 
C.F.R.  §1340,15,  Appendix,  p.  222.) 

The  Child  Abuse  Amendments  and  the  regulations  thereunder 
expressly  defer  to  the  ''treating  physician's  (or  physicians') 
reasonable  medical  judgment"  to  determine  what  treatment  "will  be 
most  likely  to  be  effective  in  ameliorating  or  correcting  all  [of 
the  infant's]  life-threatening  conditions"  or  whether  other 
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circumstances  exist  to  permit  a  withholding  of  treatment  under 
one  of  the  statutory  exceptions.     (42  U.S.C.  S5102?  45  C.F.R. 
Part  1340,  Appendix,  p.  217*)     In  other  words,  Congress  and  HHS 
have  made  clear  that  the  determination  as  to  what,  if  any, 
treatment  is  medically  indicated,  is  to  be  left  to  the  profes- 
sional judgment  of  the  treating  physician(s) .    Given  that  medical 
judgments  are  key  to  decision-making  under  the  Child  Abuse 
Amendments,  it  cannot  responsibly  be  suggested  that  the  Committee 
has  violated  the  Child  Abuse  Amendments,  simply  on  the  superficial 
obser.ation  that  medical  treatment  has  been  withheld. 

Dr.  Fleischman's  com?nents  on  the  Committee's  decision-making 
process,  cited  by  the  Commission  on  the  second  page  of  the  Report 
excerpt,  are  entirely  consistent  with  the  Child  Abuse  Amendraents, 
which  make  medical  judgments  the  key  to  the  propriety  of  treatment 
decisions.     (45  C.F.R.  Part  1340,  Appendix.)     In  discussing  the 
categories  of  decisions  that  arise.  Dr.  Fleischman,  As  an  expert 
neonatologist,  merely  observes  that  in  some  instances  —  in  the 
"grey  area"  cases  —  reasonable  medical  judgments  may  differ 
concerning  which  of  the  judgments  as  to  treatment  and  the  infant's 
condition  best  protect  .he  infant  (e.g. ,  whether  the  infant 
should  be  treated  when  there  are  conflicting  medical  judgments  as 
to  the  effectiveness  of  the  treatment  to  ameliorate  or  correct 
the  life-threatening  condition,  or  when  there  are  reasonable 
differences  among  the  treating  physicians  as  to  whether  the  very 
slight  benefit  to  th3  infant  will  be  outweighed  by  the  pain  and 
suffering  that  the  treatment  will  bring  to  the  infant) .    in  such 
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cases,  the  Committee  has  not  abdicated  its  role*    Rather,  in  the 
exercise  of  its  duties  the  Committee  has  determined  that,  based 
on  reasonable  medical  judgment,  selection  of  any  of  the  treatment 
options  (including  the  option  not  to  treat)  would  be  a  reasonable 
exercise  of  medical  judgment,  and  not  "medical  neglect That 
fthreshhold  determination  having  been  made,  the  Committee  then 
permits  the  parents  (or  Child  Protective  Services  Agency,  as 
appropriate)  to  decide  among  the  available  options  in  the  infant's 
best  interests* 

The  Reporh  excerpt  itself  implicitly  recognizes  that  the  mere 
withholding  of  treatment  does  not  demonstrate  or  even  raise  a 
question  of  illegality,  when  it  seeks  to  justify  its  proposed 
conclusions  by  reference  to  "context*"    The  context  to  which  the 
Report  excerpt  refers  is  the  thirty  cases  that  the  Committee 
reviewed  in  its  early  years,  noted  in  Dr.  Fleischman's  article 
(pp.  388-389)  in  only  the  most  superficial  and  summary  fashion. 
We  submit  that  this  is  not  the  appropriate  context.    The  proper 
context,  which  the  Report  excerpt  ignores,  must  be  the  full 
details  of  the  treatment  provided  to  (or  withheld  from)  all 
disabled  infants  at  the  hospitals  served  by  the  Committee,  and 
not  just  the  treatment  provided  in  the  cases  coming  before  the 
Committee. 

Hontefiore  is  a  tertiary  care  institution  which  provides  highly 
technical  treatment  and  supportive  care  for  about  1,200  infants 
annually  in  its  affiliated  neonatal  intensive  care  units.    It  is 
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a  place  to  which  extremely  ill  and  disabled  infants  are  brought 
expressly  because  of  the  technologically  advanced,  quality  care 
that  is  offered  to  them^    For  example,  on  a  weekly,  if  not  daily, 
basis  the  Sinstein-*Montef iore  staff  assumes  that  medical  and/or 
surgical  treatment  is  appropriate,  and  thus  regularly  provides 
that  treatment  in  the  following  categories  of  cases:  (i)  to 
infants  suffering  from  genetic  abnoirsialities  (Down's  Syndrome  and 
other  similar  disorders) ,  who  ar^i  given  respiratory  support  or 
receive  surgery  for  congenital  bowei  and/or  heart  abnormalities 
(4-6  such  infants  per  year) ?     (ii)  to  premature  infants  with 
severe  intraventricular  hemorrhage  (almost  certain  to  develop 
cerebral  palsy  and  mental  retardation) ,  who  are  treated  medically 
and  surgically  for  respirator  dependence  or  necrotizing 
enterocolitis;  and  (iii)  to  infants  who  are  born  with  multiple 
congenital  abnormalities,  such  as  encephaloceoles, 
myelomeningocoeles ,  gastroschisis,  spinal  deformaties,  or  gastro-- 
intestinal,  renal  or  cardiac  disorders,  whose  life-threatening 
abnormalities  are  aggressively  treated  and  managed  by  the  neonacal 
service.    In  most  of  the  cases  of  infants  with  potential  disabil- 
ities, of  which  there  are  hundreds  each  year,  there  is  never  an 
issue  for  the  Committee  to    onsider,  because  the  neonatoicgists 
routinely  provide  medically  indicated  treatment*    Indeed,  in  a 
tertiary  care  center  such  as  Montefiorn,  where  professional 
expertise  and  technological  capabilities  create  treatment  options 
not  availabl<f  in  other  settings,  highly  specialized  life-saving 
tr>3atinent  is  the  routine,  and  is  provided  as  a  matter  of  course 
to  save  the  lives  of  infants  with  po"*-ential  disabilities. 
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It  is  in  this  larger  context  of  dedicated  care  to  hundreds  of 
I  infants  with  potential  disabilities  that  it  is  most  inappropriate 

to  rely,  as  the  Report  excerpt  does,  on  Dr.  Fleischman's  terse 
^  references  to  three  particular  cases  for  criticism  of  the 

Einstein-Monte fiore  Committee •    Moreover,  even  the  Commission's 

discussion  of  these  three  cases  fails  to  support  the  conc3.usrons 

reached  in  the  Report  excerpt. 

^  In  the  first  case  discussed  in  the  Report,  the  Commission  notes 

that  the  Eiiiijtein-Montefiore  Copaittee  referred  the  infant's  case 
to  the  state  child  protective  services  agency  because  "the 
attending  physician  believed  treatment  should  be  provided  and  the 
J  parent's  disagreed."     (Report  excerpt,  p.  2*)    The  Report  implies 

that  the  Einstein-Montefiore  Committee  took  a  neutral  stance  and 
was  attempting  to  evade  responsibility.    In  fact,  however,  the 
Committee  supported  the  attending  physician,  and  "the  help  of  the 
Child  Protection  Services  Agency  was  invoked  to  override  parental 
refusal  of  surgery"  — -  details  clearly  stated  in  Dr.  Pleischman's 
article  ;p.  389,  emphasis  added)  and  omitted  from  the  Report 
excerpt.    Moreover,  the  Child  Abuse  ^endments  expresisly  require 
i  that  such  a  referral  be  made,  as  a  procedure  for  ensuring  that 

[  medically  indicated  treatment  will  be  provided  to  the  infant 

regardless  of  the  parents*  wishes.     (42  U.S.C.  §5103.)  The 
Committee  was  manifestly  acting  in  complete  compliance  with  the 
Child  Abuse  Amendments  in  making  that  referral,  and  the  Child 
Protective  Services  Agency  successfully  relied  on  the  Committee's 
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recommendation  *  treatment  to  ask  a  court  to  order  treatme.it  in 
tfee  interest  of  the  infant ♦ 

With  respect  to  the  second  caae^  the  Report  excerpt  accurately 
stotes  that  the  Einstein-Montefiore  Conunittee  persuaded  the 
treating  physician  and  parents  that  treatment  should  be  provided 
even  though  the  treating  physician  and  parents  had  originally 
objected  to  such  treatments    Reference  to  this  case  hardly 
supports  the  Report  excerpt's  assertion  (p,  4)  that  the  Committee 
operates  to  "bless  denials"  of  treatment ♦ 

Even  in  the  third  case,  where  the  treating  physicians  and  the 
Committee  concluded  that  treatment  should  not  be  given  despite 
the  parents*  wish  to  have  it  provided^  it  cannot  be  said  that  the 
infant  was  denied  medically  indicated  treatment  in  violation  of 
thr»  Child  Abuse  Amendments*    On  the  contrary ^  surgery  simply 
would  not  have  saved  or  prolonged  the  infant's  lite.    As  Dv. 
Fleischman's  article  plainly  states,  a  retrospective  review  of 
the  case  (the  infant  was  imminently  dying  and  indeed  died  before 
the  Committee  could  be  convened  for  prospective  review)  indicated 
that  the  parents'  wish  to  provide  treatment  would  have  imposed 
"undue  pain  and  suffering  on  an  infant  *or  no  potential  benefit." 
(Fleischman,  p.  389.)    The  Report,  once  again,  omits  this  detail. 
In  point  of  fact,  the  Child  Abuse  Amendment^,  as  shown  above, 
permit  treatment  to  be  denied  when  it  would  "not  be  effective  in 
ameliorating  or  correcting  all  of  the  infant's  life-threatening 
conditions,  or  [would]  otherwise  ...  be  futile  in  terms  of  the 
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survival  of  the  infant"  — -  i.e.,  ti«ti  circumstances  of  this 
particular  ca^§.    Indeed,  <5ven  if  treatment  would  be  of  slight 
benefit,  the  Child  Abuse  Amendments  allow  treatment  to  be  foregone 
if  "the  treatment      .  involves  •••  significant  pain  and  suffering 
for  the  infant  that  clearly  outweighs  the  very  slight  potential 
benefit  of  the  treatment  for  an  infant  highly  unlikely  to 
survive*"     (45  C.F.R.  S1340.15(b) (2) .) 

After  concluding  its  discussion  of  the  three  cases  briefly  noted 
in  Dr.  Fleischman*s  article,  the  Keport  excerpt  states  (p.  3) 
that  "Il]n  all  the  other  cases  the  Committee  agreed  with  the 
desire  of  physicians  and  parents  to  withhold  treatment,"  citing 
Dr»  FLeischman.'s  article  for  this  proposition.    First,  the 
citation  is  inaccurate.    In  fact,  che  aiTticle  indicates  that  in 
at  least  two  of  eight  c^ses  involving  neo**  *;es  in  the  first  days 
of  life,  the  decision  to  withhold  treajaent  was  overridden  by  the 
intervention  of  the  Committee,  once  without  the  need  to  secure 
the  aid  of  the  Child  Protective  Services  Agency,  and  once  with 
such  a^d  where  the  parents  continued  to  resist  treatment  notwith- 
standing the  Committee's  intervention.     (Fleischman  388-389.)  As 
to  "all  the  other  cases,"    the  actual  comment  made  by  Dr. 
Fleischman  about  them  is  as  follows,  quoted  in  full  and  without 
ellisions:    "In  all  of  the  other  thirty  cases  including  one  in 
which  the  help  of  the  Child  Protective  Services  Agency  was 
invoked  to  override  parental  refusal  of  surgery,  it  is  highly 
likely  that  the  same  outcomes  would  have  occurred  prior  to  the 
existence  of  o\iv  infant  bioethical  review  committee." 
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(Fleischman,  389.)    Moreover,  quite  apart  from  the  i.^accuracy  of 
the  citation,  the  Child  Abuse  Amendments  expressly  permit  the 
withholding  or  withdrawal  of  medical  treatments  under  certain 
circumstances,  as  shown  above.    The  mere  fact  of  withholding  or 
withdrawing  treatment  does  not  support  the  Report's  assertion 
(excerpt,  p.  3)  that  "the  Committees  are  not  serving  their 
function." 

In  addition  to  its  reliance  on  references  to  cases  only  briefly 
noted  by  Dr.  Fleischman,  which  reliance  is  misplaced,  the  Report 
seems  to  find  objectionable  Dr.  Fleischman 's  discussion  of  the 
fact  that  the  Committee's  involvement  eases  the  psychological 
distress  of  nurses  and  family  members  in  making  agonizing  deci- 
sions about  the  rendition  of  treatment  to  severely  disabled 
infants.    Here,  too,  the  objection  is  not  well  taken.  This 
by-product  of  the  Committee's  functioning  is  entirely  consistent 
with  lawful  and  ethical  execution  of  the  Committee's  duties. 

Indeed,  the  Report  excerpt  in  its  last  sentence  ultimately 
recognizes  that  the  minimal  information  before  the  Commission  is 
insufficient  to  support  any  conclusion  of  il'»egality,  noting  that 
the  Commission  cannot  really  determine  that  any  treatment  denials 
violated  the  Child  Abuse  Amendments  because  the  Commission  does 
not  have  the  actual  facts.     (Report  excerpt,  pp.  3-4.) 

Notwithstanding  the  acknowledged  absence  of  evidence,  the  Report 
excerpt  (p.  4)  start lingly  goes  on  to  pronounce  that  "the 
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Committees  ha*    not  been  attempting  to  apply  those  standards 
(established  by  the  Child  Abuse  Amendments]."    The  basis  for  this 
extraordinary  conclusion  —  which  the  Report  self-servingly 
declares  to  be  "clear**  and  "folr**  —  is  that  Dr.  Fleischm^n's 
article  referred  to  principles  that  the  Committee  has  found  to  be 
helpful  in  its  deliberations  and  discussions,  and  that  one  of 
these  principles  is  that      [wjithholding  or  withdrawing  treatment 
may  be  considered  when  the  medical  treatment  imposes  a  burden 
that  lacks  compensating  benefits  for  the  infant. (Report 
excerpt,  p.  4.)    As  shown  above  (pp.  7,  12-13),  the  Child  Abuse 
Amendments  and  the  regulations  and  HHS  guidelines  thereunder 
clearly  permit  the  weighing  of  the  benefits  and  burden  to  the 
infant  to  ensure  that  the  Committee  protects  the  disabled  infant 
from  "inhumane  treatment."    The  mere  fact  that  the  principle 
permits  the  Committee  to  utilize  a  balancing  standard  in  certain 
circumstances  does  not,  by  itself,  constitute  a  violation  of  the 
Child  Abuse  Amendments.    The  Commission  is  not  aided  in  this 
regard  by  its  speculative  assertion  —  without  any  basis  in  fact 
—  that  the  Committee's  recommendations  are  based  on  other  than 
the  criteria  set  forth  in  the  Child  Abuse  Amendments  and  the 
regulations  and  HHS  guidelines  thereunder. 

Nor  is  the  Commission  able  to  carry  its  burden  of  demonstrating 
that  there  have  been  violations  of  the  Child  Abuse  Amendments 
merely  by  out-of-context  quotes  from  Dr.  Fleischman's  article, 
particularly  in  view  of  the  fact  that  the  Einstein-Montef iore 
Committee's  activities  have  been  carefully  examined  by  the  OIG 
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and  held  up  as  a  model  for  other  infant  care  review  committees. 


personnel  spent  a  full  day  on-site /  interviewing  Dr.  Fleischman 
and  other  members  of  the  core  Committee  and  reviewing  cases.  OIG 
staff  were  also  provided  with  an  advance  print  of  the  very 
article  by  Dr.  Fleischman  upon  which  the  Commission  bases  its 
criticism  of  the  Einstein-Montef iore  Committee,  but,  following 
its  thorough  review  of  the  Einstein-hontef iore  Committee,  OIG 
reached  a  far  different  conclusion  from  the  Commission. 

In  sum,  the  Einstein-Montefiore  Committee  is  a  first-rank  infant 
care  review  committee,  comprising  dedicated,  compassionate 
mfedical  and  other  professionals  devot€*i  to  providing  infants, 
including  those  who  are  potentially  disabled,  with  high  quality, 
appropriate,  humane  medical  care  consistent  with  applicable  law. 
The  proposed  conclusions  of  the  Report  excerpt  are  erroneous  and 
unsupportable,  and  we  respectfully  urge  chat  they  be  re-evaluated 
and  withdrawn. 

The  foregoing  statement  is  made  on  information  and  belief ^  and  I 
believe  the  matters  stated  herein  to  be  true. 


In  contrast  to  the  superficial  basis  for  the  Report  excerpt,  OIG 


Nkdia  C.  Adler 

Vic3  President  fi  General  Counsel 
Montefiore  Medical  Center 


Sworn  to  before  me  this 
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September  16,  1988 


Willi am  J.  Howard 
General  Council 

United  States  Commission  on  Civil  Rights 
1121  Vermont  Avenue  Northwest 
Washington  D»C»  20425 

Dear  Mr.  Howard, 

Thank  you  for  enclosing  portions  of  the  report  of  the 
Commission  on  Civil  Rights.  The  conclusions  appear  to  be  out  of 
touch  with  reality,  but  much  of  what  goes  on  in  Washington  D.C. 
is  out  of  t>ouch  with  reality. 

This  is  merely  one  of  the  many  facets  in  which  medical 
technology  has  moved  faster  than  the  ability  of  society  to 
accoramodate  and  to  reach  a  reasonable  cc:isensus.    Time  will  tell. 

Meanwhile,  Baby  Doe  died  with  lictle  suffering  after  a  few 
days.  A  family  which  probably  would  have  been  destroyed  by  the 
situation  has  not  only  been  pteserved^but  they  have  had  another 
very  healthy  child^ which  almost  certainly  would  never  have  been 
born^  had  the  pediatricians  been  able  to  enforce  treatment  to 
preserve  Baby  Doe's  life. 

My  conscience  is  clear.  I  am  proud  to  have  stood  up  for 
what  I  and  a  large  percentage  of  people  feel  was  right.  I  have 
asked  my  children  to  make  sure  that  my  grandchildren  know  of 
th€rir  grandfather's  role  in  this  case  and  that  he  had  the  honor 
of  a  personal  denunciation  by  Ronald  Reagan. 
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421  WEST  FIRST  STREET 
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Meanwhile/  i  hope  that  you  and  the  conunission  members  may 
have  the  privilege  of  living  in  blissful  isolation  from  the  hard 
decisions  of  real  life* 


Sincerely 


Walter       Owens,  M.  D. 


WLO/sm 
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ipina  bifida .  or  (K«bfnMiiM  of  dtt  ttim* 
tties.  all  of  which  Caaba  oomdid  or  eoM» 
pensaiad  for  hy  s»f|try.  t  aoi  cooctfMd 
about  tht  disponf  ion  of  diOM  baMM  wte 
have  mt v<niblt  brtia  dtraagt  or  tot^ 
incunhk  and  accursttly  diaeaeaablt  bfsaa 
deftcts  such  u  Dom'%  syodromt.  Ho 


child  with  Down's  syndroMt  tvtr  grtw  uf 
to  te  stIf<tustaiMn|.  Twenty  yom  ago  tht 
^liagnotts  was  a  mantr  of  dtmcal  judg* 
^neni;  sometimts  it  wm  wroof.  Todty,  tte 
diafnotts  isaccurMt,madtonttebnsisof 
the  chromosomes.  As  artsuH.  ptrsott  CM 
te  told  that  their  child  hat  no  chanct  of 
growing  up  to  te  abit  to  ttkn  cart  of  icstif. 
If  the  pareiks  still  want  to  mi  thttr  child, 
that  should  te  tteir  daciston.  but  thtrt 
should  te  no  su^oct  from  dit  community 
or  tte  stale. 

1  wish  to  tmphatixt  diat  I  do  not  btlitvt 
that  taisitfct  ts  ntctssanly  unhiypy  for 
the  ^Id  widi  Down's  Mr  ditt  such  achUd 
cannot  te  a  je/  » ia  ptrtnis.  Ttei  is  «ity 
the  ptftnts  shoidd  aiaMdit  (UmI  dtctsion. 


It  riMaiM  dmt  a  Mi  widi  Down's  syn* 
droMt.pftvMbytaatHMOon^dttchnh 
motomM.  will  not  grow  up  £  istlf*fut* 
tainiag  or  ablt  10  coMribMo  w  dit  esono- 
my.  NattterttecoMnunicyMrtaiptytrs 
shooW  te  obiiaid  10  Mpfoct  dH  diuiL 

A  dilSsrtot  siOMiioo  riian  an  ntpact  to 
bibiM  bei  wm  arm  Mn  dMMft. 
Tteit  ^  M  otnain  ittt  It  sfisow  tfit  taitoe 


or  K  ^tnr'aiUty  of  dtt  dtMigt:  dMtfort  a 
ptrM  of  otearvaiion  t»o«M  te  ntcttsvy 
btfaf  nidrinyialofsMppoitcouldtead* 
vised.  Stvtti  9ontiM  consulcaots  would 
have  to  agm  bdbtt  My  dtctsion  wm 
mtdt.  Mm  ifi3n.  if  tte  dtdsion  wm  to 
witMraw  suppoit.  C:ert  sboiUd  te  no  te* 
dttr  obUgaiion  for  stan  or  commumty  to 
cars  for  ditchild.  If  dkswtn  tte  decision, 
no  mtdidM  would  te  gsvM  dit  child.  00 
imnvtnout  or  tfttfldal  fMding. 

tlioTttsf^  inoOTigtiwg 

Oldtitn.  wiii  mental  dtsarioratwn 
^sn^or  Als&:  ^ioMM.ofm 
bneocnt  JoiiUy  iKe^^  to  cara  for 
fkxtsfim  or  evon  to  fsod  dMc^vM. 
Iter  a  poopts  do  net  rtcogaiM  di^ 
&itnds  or  mladvM  and  an  not  aware  of 
dttir  MBoundingB;  lo  Uvt  it  wtraly  to  ea* 


is:.  Theft  Uiouid  te  no  reason  to  support 
UN  artifkiaUy  m  these  cases  or  of  tho« 
who  ^avt  teen  uQcoftKious  for  weeks  and 
whot(  uisCioce  is  majnutncd  by  heart- 
lung  iMchiOfN.  Again,  unanimous  ip« 
pcova!  of  9ualif)td  consultanu  could  result 
in  widtdnwai  of  actilktal  &uppon. 

At  dtt  proatnt  timt.  an  unsupponabiy 
high  preportioo  of  alt  ilut  Cross  and 
KtedicaiffiMCianspentonasmall  group 
of  httplttt  pacieoa  who  raquu?  constant 
and  exptttstvt  care.  Atdiough  tltere  are 
flsaay  ways  dui  tte  cost  of  health  care 
could  te  raduced.  om  of  tte  simplest 
would  te.  in  profcssionajty  approved 
ct£^.  to  let  natura  take  iu  course. 

Or,  CriU,  ,  ii  mmtus  costsnltM  end 
fomtr  hud,  (kpansntnt  of  $iMnl  luf « 


325 


O  O 


George  Crile,  Jr«,  M.D. 
2060  Rent  Road 
Cleveland  Hts.,  OH  44106 


Septeinber  15,  1988 


William  Jv  Howard 

US  Convnission  On  Civil  Rights 

1121  Vermont  Avenue 

suite  300 

Waiihington>  D.C.  20425 
Dear  Mr.  Howard: 

The  quotation  that  was  used  to  indicate  ths^t  I  do  not  approve  of 
the  rehabilitation  of  disableU  persons  was  lifted  out-of-context 
and  for  this  reason  it  gives  a  false  impression  of  my  staiwi.  I 
have  never  stood  against  rehabilitation  of  any  one  with  a  brain 
that  was  functional  or  a  body  that  was  salvageable,    I  clearly 
state  in  my  article  that  I  am  referring  to  people  who  are 
hopelessly  disabled,  and  that  means  disabled  to  the  extent  that 
rehabilitation  could  not  help  them  to  iniprove  or  recover.    I  also 
state  that  there  is  no  use  in  prolonging  the  lives  of  those  who  are 
unconscious  as  a  result  of  prolonged  ccxna  from  which  there  is  no 
chance  of  recovery. 

If  the  authors  of  this  treatise  do  not  1)  Omit  the  out-of -context 
quotation  from  my  article  or  2)  Reprint  all  of  my  article  or 
3)  Publish  this  criticism  of  their  out-of-context  quote,  I  will  be 
forced  to  discuss  this  misrepresentation  with  my  attorney. 

Again,  may  I  emphasize  that' it  is  not  rehabilitation  that  I  stand 
against,  it  is  the  costly  attempts  to  rehabilitate  those  for  whom 
there  is  no  hope. 
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Yale  New  Haven 
SSSBHospital 

20  YockStrc«t,New  Havea.CT  06504 


John  I.  HHS.H.t>. 

October  6, 19SS 


Wiiliim  J.  Ho.'vard.  Esq. 
Geii^rtl  Counsel 

VniUd  StitM  CommUfion  on  Civil  Rights 
!12 1  Vermont  Avenue,  N.W. 
WashingtOAi  D.C  20425 

Dear  Mr.  Howard: 

Thaok  you  for  your  letter  ot  September  13,  1988. 

The  atlegatlons  you  mention  about  the  withholding  of  treatment  to 
newborns,  including  references  to  articles  by  Dr.  Duff  writtea  in  the 
19708  and  newspaper  stories  in  the  Hartford  Courant  in  1981,  were 
thoroughly  investigated  by  the  Hospital,  the  U.S.  Department  of  Health  and 
Human  Services  (HHS),  and  the  Connecticut  Department  of  Health  Services, 
and  resolved  in  favor  of  the  Hospital. 

These  nllegatioAS,  moreover,  are  obviously  quite  dated.  We  provide  what  I 
believe  to  be  outstanding  services  to  newborns;  it  is  our  mission  to  tr^t 
children,  riot  to  withholds  treatment.  It  would  be  unfortunate  to  rehash 
the^t  ^Id  allegations  proven  not  to  have  substance  -  and  thereby 
damage  the  reputation  of  the  Hospital  and  its  physicians. 

It  might  be  helpful  to  b^gin  by  relating  to  you  the  history  of  the 
investigations. 

Beginning  in  June,  1981,  the,  ffar^foyd  Coyrant  ran  a  series  of  articles 
about  fiewborn  care.  On  June  23,  198 1»  the  Connecticut  Department  of 
Health  Services  announced  its  investigation  of  the  Hospital.  On  June  24, 
1981,  former  Connecticut  State  Senator  Regina  Sinith  filed  a  complaint  with 
HHS.  On  July  27,  1982,  the  Hospital  received  a  tCttcr  from  HHS  announcing 
a  civil  rights  compliance  review  of  the  Hospital. 

The  first  federal  investigators  arrived  on  September  14,  1982.    During  the 
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ftU  of  19S2,  HHS  personnel,  reviewed  over  one  hundred  charts  of  deaths 
between  January  and  June,  1981,  and  March  through  August,  of  1982.  They 
subsequently  reviewed  110  charts  of  babies  with  specified  conditions 
admitted  between  October,  1979,  and  December,  1982.  They  also  conducted 
extensive  interviews  witk  Hospital  physicians,  nurses,  social  workers 
administrators,  tad  others.  On  November  10,  1982,  the  Pediatrics 
Department  Guidelines,  which  already  were  in  place  and  which  implicitly 
rejected  Dr.  Duff's  personal  views,  were  adopted  by  the  Board  of  Trustees 
as  official  Hospital  policy.  In  March.  1583,  JCR  Investigator  Peter  Chan 
returned  to  the  Hospital  for,  additional  interviews  with  physicians.  On 
July  21,  1983,  Investigator  Chan  again  met  with  representatives  of  the 
Hospital  requesting  additional  information. 

On  February  1,  1983,  the  Snvcstitation  broadened  into  an  investigation  of 
whether  or  notjin  of  the  policies  of  the  Hospital  violated'  Section  504  of 
the  Rehabilitatioti  Act  of  1973,  as  amended.  From  appioximatcly  that  time 
on.  the  matter  was  referenced  as  HHS  OCR  CompUince  Review  No.  01-82-7002. 

On  August  16,  1984,  HHS's  Office  for  Civil  Rights  (OCR)  proposed  a 
•Compliance  Plan"  to  finally  resolve  the  entire  matter.  It  was  viewed  by 
the  government  as  a  "voluntary  action  pUn."  During  the  next  several 
months,  details  of  this  settlement  were  successfully  worked  out  by  the 
government  and  the  Hospital. 

On  December  5,  1984.  Ms.  Chang,  the  OCR  Regional  Manager,  wrote  to  the 
Hospital,  concluding  that  during  the  on-site  review,  OCR  concluded,  inter 
alia,  that: 

Yale-New   Haven   Hospital's   policies   and   procedures   regarding  p«tlent 
adnlssloni,  room  assignments  and  Iranefert,  and  the  granting  of  sUtt 
privileges  were  in  compliancs  with  Title  VI.    Contacts  with  community 
and   advocacy   groups   did   »iot  disclose   any   allegations   of  violations; 
and 

YNHH  had  deslgnaf.ed  a  Sectloi  504  coordinator  pursuant  to  45  C.F.R. 
§84.7(a). 

OCR  also  determined  several  minor  problem  areas  involving,  in  its  view, 
inadequate  notice  and  grievance  policies,  and  the  need  for  more  specific 
policies  with  regard  to  sign  language  interpreters.  YNHH  has  adopted  a 
Nondiscrimination  Plan  signed  by  its  Chief  of  Staff,  dated  November  19. 
1984. 

With  respect  to  ha.idicappod  infants,  Ms.  Chang  indicated  that  the  matter 
would    not    be    pursued    further    because    of    legal    considerations.  She 
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concluded'  heif  letter  by  thanking  the  Hospital  for  its  cooperation  tnd  the 
assistance  rendered  to  her  investigators. 

It  Should  be  noted  that  the  State  investis^tioQ  also  had  been  resolved  in 
favor  of  the  Hospital  From  the  beginning  of  the  investtgatioas,  the 
Hospital  denied  allegations  of  any  wrongdoing,  and  pointed  out  that  the 
Pediatric  Department  had  not  accepted  Or.  Duff*s  point  of  view,  but  hart 
rejected  it  and  adopted  its  own  guidelines. 

Durane  the  couise  of  the  investigations,  the  government  and  the  Hospital 
spent  thousands  of  hours  working  on  the  matter,  at  a  substantial  cost  to 
the  parties  both  in  terms  of  manpower  and  mot-  y, 

I  hope  that  I  have  adequately  responded  to  your  inquiry.  It  would  be 
unfortunate  if  the  ume  stale  and  fully  explored  territory  were  to  be 
revisited  after  so  much  tlm«  and  effort  have  beem  devoted  to  resolving  the 
issues  involved*  hopefully  forever.  We  are  proud  of  our  outstanding 
newborn  special  care  ^nit,  which  over  the  years  has  saved  thousands  of 
Uvea.  To  reopen  thi'  matter  not  only  would  be  unfair  and  inapproprrate, 
but  could  damage  'he  reputation  of  (he  Hospital  and  its  physicians. 

We  hope  that,  based  on  the  information  provided  In  this  letter,  you  will 
decide  not  to  include  any  reference  to  YaIe*New  Haven  Hospital  (or  any  of 
its  physicians  or  former  physicians)  in  your  report  or  in  any  other 
document(s).  If.  however,  such  reference  is  made,  we  request  that  t^is 
letted  also  be  incorporated  in  order  to  provide  readers  with  the  A 
story. 

Thank  yoo  very  much  for  you.  consideration  of  this  information* 


Sincerely  yours, 


JEF:pm 


cc:  Mr,  C.  Thomas  Smith 


My  ZcmHim  expires  Uir.  31 1993 
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CmL  fVQNTl 


October  7,  1981 

John  B.  F«nn,  N.O. 

ChUf  of  SUtt 

T«l«  itw  Havc3  Hospital 

2e  Tork  Stt—t 

■•w  Hav«a  CT  06504 

D«ar  Dr.  Fanis: 

Thank  you  for  your  l«tt«r  oi  October  6,  1988. 

It  would  f  v«ry  h«lpful  to  th«  Comiasion,  in  asa«ssino 

tfnt^ti^*  JMttrial  to  which  you  rospondod  should  be 
■odificd,  to  hav«  copios  of  four  itams  rafaranced  ia  your 
lattar. 

Th«s«  aro* 

Tha  Pediatric  Oapartnant  Guidalinas  adopted  by  the  hospitial 
Board  of  Trustees  on  Roveaber  10,  1982. 

The  •Compliance  Plan"  proposed  by  the  HHS  Office  fo?  Civil 
Rights  on  August  16,  1984. 

The  final  settlenent  based  on  this  conpliance  plan  'worked 
out  by  the  govej^naeat  and  the  Hospital.- 

The  Deceober  5,  1984  letter  fro©  Ms.  Chang,  OCR  Regional 
Manager. 

finally,  does  the  hospital  regard  tha  final  settlenent  referred 
to  in  your  letter  as  currently  in  effect  and  binding  on  tha 
hospital?    Is  the  hospital  now  in  fact  in  conpliance  %fith  all 
aspects  of  the  settlement? 

To  ensur«»;jhat  the  final  report  will  fully  reflect 
considerifieB  of  this  iaforaation,  it  would  be  helpf  .1  if  you 
could  suMkly  it  as  sooa  as  conveniently  possible,  preferably  by 
October  14,  1988. 
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Th«  CoMittion  will  9ivt  vtry  c«r«ful  consideration  to  th« 
IneorMtlOK  cont*ln«d  In  your  lttt«c  ind  to  tht  m«ttri*l  you 
a«Ad  ia  c«l9ons«  to  this  request  in  detsrminiog  whtth«c  and  ixi. 
vh«t  MfUMt  to  Modify  tht  t«xt  oh  which  you  havt  coovMntcd 

Thank  you. very  awch  for  your  cooperation  in  this  matter. 


Yale  New  Haven 

nammmmHospital 

20  York  Street.  New  Haven.  CT  06504 


JOHNE.FENN.M.D. 
omrorttt/t 

October  18,  1988 


Wniitm  J.  Howard,  Esq. 
General  Counsel 

United  States  Commission  on  CivJil  Righl^s 
1121  Vermont  Avenue,  N.W. 
WSsiiington,  D.C.  20424 

Dear  Mr.  Howard: 

Jl'Svi'J" /"'^^"ro"  yo"*-  Of  October  7.  1988,  and  in  supplement 

to  my  letter  to  you  of  October  6,  1988. 

First,   as   prsviousfy   indicated,   ail   of   the   matters   at   issue  have  been 
resolved  in  favor  of  the  Hospital.      We  respectfully  repeat  our  request 
that  no  reference  to  the  Hospital  or  iu  physicians  be  made  in  your  report  \ 
n  »*K^  ^L''".^""'"^'  'f  such  reference  is  made,  my  letter  ^ 

of  October  6    1988,  and  thh  letter,  be  incorporated  into  the  report  or 
other  document  in  order  to  provide  readers  with  thcJfuIl  story. 

1  enclose  copies  of  the  four  documents  requested  in  your  letter  of  October 

In  aaswer  to  your  question,  the  Hospital  continues  to  exercise  its  best 
effort  to  be  in  compliance  with  all  requirements  of  law  and  its  finc^l 
settlement  agrcemcat. 

Finally.  I  emphasize  that  to  reopen  a  matter  vhich  has  been  explored  fwllv 

£,rf™!?/'„f  J°,,Jc'  .^^'"f^^i'*"!  of  ''^  Hospita!,  the  Connrcucut 
Department  of  Health  Services,  and  the  U^.  department  of  Health  acd  Human 
Services,  could  serve  only  to  damage  the  reputation  of  the  Hospital  and 
Its  physicians  and  could  impede  our  ability  to  conti.^ue  in  the  provision 
of  outstanding  service  to  newborns.  As  previously  iadicated.  it  is  our 
mission  to  treat  children,  not  to  withhold  treatment. 
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John  £.  Fcnn,  M.D. 


JEF:pm 
Enclosures 

cc:  C  Thomas  Smith 
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7B9  Howard  Ave^e 
New  Hiven,  Cof>ncclicul  06504 


GUIDELINE)  FOR  DECIDING 
CARE  OF  CRmCALLY  ILL  PATIENTS 

These  guidelines  are  dtisigned  to  provide  direction  in  the  management  of  critically 
ill  children  at  Yale-New  Haven  Hospital.  They  will  be  made  available  to  all  members 
of  the  medical,  nursing,  md  social  work  stafls. 

They  arc  predicated  on  the  as5»4mp.tion  that  every  chUd  treated  in  this  hospital 
will  have  maximal  efforts  utilized  to  mamtalft  life  and  health,  except  in  those  >musual 
circumstanojs  where  such  effort  is  not  Indicated  or  justified.  They  are  also  predicated 
on  the  assumption  that  everyone  caring  for  side  children  In  this  institution  Is  well 
aware  that  "active  euthanasia,"  any  active  intervention  which  will  Inevitably  result  in 
the  death  of  c  patient^  Is  Illegal,  contrary  to  medical  ethics,,  and  Intolerable. 

The  Attending  PJiysiclan  and  the  parents  have  the  primary  responsibility  for 
•inakii^  decisions  about  the  care  of  a  chili  Various  other  care  providers  and  family 
counsellors  can,  and  should,  contribute  to  these  decisions  when  appropriate,  but  the 
final  authority  rests  with  the  Attending  Physician  and  the  parents  to  formulate  and 
implement  management  Any  concerned  person  involved  In  the  care  of  the  child  who 
vllsagrees  with  that  decision  may  appeal  to  the  Chief  of  the  Department  of  Pediatrics 
who  will  attempt  to  resolve  th2  differe'"  ^  of  opinion. 

To  clearly  define  patient  care,  \Kje  categories  of  clinical  management  have 
been  established: 

Class  A;       Maximal  therapeutic  effort  with  no  i^^servatlons. 

 This  group  will  Include  most  children  hi  Yale-New  Haven  Hospital,  Including 

patients  for  whom  there  are  significant  uncertainties  about  diagnosis  or  prognosis.  All 
patients  will  be  assigned  to  this  category  unless  specified  otherwise.  For  patients  In 
this  category,  all  available  vjffpf'cs  liU  be  extended  to  preserve  life  and  to  restore  the 
patient  to  health. 

Class  B;       Selective  limitation  of  therapeutic  measures. 

For  patients  In  this  category,  all  usual  components  of  therapy  will  be  employed 
but  heroic,  extensive,  and  highly  sophisticated  mecsures  to  prolong  life  wiU  be  withheld 
because  the  u'tlmat©  prospects  for  recovery  are  negligible. 

The  clearest  example  of  a  patient  In  this  category  is  the  decision  not  to  perform 
extensive  resuscitation  In  a  terminal  situation  (i.e.  a  cnUd  with  end  stage  leukemia 
refractory  to  therapy  who  may  have  respiratory  arrest  may  be  assigned  ta  Class  B  -  oo 
not  resuscitate).  However,  should  the  ehUd's  parents  not  a^ree  to  this  decision, 
classification  would  still  be  A. 

Class  C:      Discontinuance  of  life  sustaining  therapy.  ^  „  ^       .  * 

 Patients  are  assigned  to  this  category  whose  continued  survival  is  wholly  dependent 

on  highly  sophlsUcated  life  support  systems.  Dying  patients  with  negligible  pr<Kpe^^ 
of  recovery  and  patients  with  brain  death  are  usual  instances  of  where  this  classificaUon 
would  be  employed.    However,  should  the  chUd's  parents  not  agree  to  this  decision, 

classification  would  still  be  A  or  B.  .     ,    .    i    .u  .h«rt 

It  is  the  responsibility  of  the  Attending  Physician  to  note  clearly  in  the  chart 
the  assignment  of  a  child  to  Class  B  or  C.   Houseofflcers  do  not  have  the  authority 


333 


344 


-  2  - 


to  write  a  c  assifjcation  B  or  C  note,  although  in  emergency  situations,  if  a  child  shows 
unexpected  improvement,  a  houseofficer  does  have  the  authority  to  revoke  orders  not 
to  resuscitate,  ihe  Attending  Physician's  classlflwitfon  note  should  give  the  base  for 
•the  decision  in  some  detoiL  The  coneurrencie  of  "the  parents  should  also  be  noted. 

The  Chief  of  Ped^trics  or  the  Directors  of  the  Intensive  Care  Units  should  be 
Informed  as  appropriate  of  all  patients  classified  In  Group  C; 

In  cases  where  the  Attending  Physician  ij»  of  the  opinion  that  a  decision  made 
by  the  parents  wlU  adversely  affect  the  Interests  of  the  child,  the  Chairman  of  the 
Department  will  be  notified.  If  he  concurs,  recourse  will  be  had  to  the  courts. 


Approved  by  the  Board  of  Trustees  at  its  meetine  of 
November  17,  1982 
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e:<hibit  1 

nondiscrimination  grievance  procedure 


It  is  the  policy  of  YNHH  to  comply  voluntarily  with 
Section  504  of  the  Rehabilitation  Act  of  1973,  Title  VI  of  the 
Civil  Rights  Act  of  1964^  and  HHS  regulations  pertaining 
thereto.    The  Yale-New  Haven  Hospital  therefore  has  adopted 
this_intemal  grievance  procedure  to  provide  prompt  and 
equitable  resolution  of  complaints  alleging  any  c3aim  of 
imlawful  discrimination. 

The  following  rules  apply  to  complaints  filed  undsr  * 

this  procedure: 

1.  A  complaint  shall  be  in  writing,  contain  the  name 
and  address  of  the  person  filing  it,  and  briefly 
describe  the  actior  alleged  to  be  discriminatory. 

2.  A  complaint  shall  be  filed  in  the  office  of  the 
Hospital's  coordinator,  Richard  Burford,  within  a 
reasonab.le  time  after  the  person  filing  the 
complaint  becomes  aware  of  tht,  action  alleged  to 
be  discriminatory. 

3.  The  Hospital  shall  conduct  such  invistigation  of 
n  complaint  as  may  be  appropriate  to  determine 
its  validity.    These  rules  contemplate  informal 
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but  thorough  investigations,  affording  all 
interested  persons  and  their  representatives,  if 
any,  an  opportunity  to  submit  evidence  relevant 
to  a  complaint • 

The  Hospital  shall  issue  a  written  decision 
determining  the  validity  of  the  complaint  no 
later  than  30  days  after  its  filing. 
The  Hospital  shall  maintain  the  files  and  records 
relating  to  complaints  filed  hereimder,  ~  Mr, 
Burford  may  assist  persons  with  the  preparation 
and  filing  of  complaints,  participate  in  the 
investigation  of  complaints,  and  advise  the 
Hospital  concerning  their- resolution. 
The  right  of  a  person  to  prompt  and  equitable 
resolution  of  a  ccnplaint  filed  herecier.  shall 
not  be  inq>aired  by  the  person's  pursuit  of  other 
remedies,  and  utilization  of -this  grievs^nce 
procedure  is  not  a  prerequisite  to  the  pursuit  of 
other  remedies.    A  person  may  at  any  time  f*-le  a 
complaint  with  the  U.S.  Department  of  Health  and 
Human  Services,  Office  for  Civil  Rights,  toom 
2403,  John  F,  Kennedy  Federal  Building,  Boston, 
Massachusetts  02203,  Tel.  (617)  223-0247,  TTY 
(617)  223-4000. 
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These  rules  shall  be  libexrally  construed  to 
protect  the  substantial  rights  of  interested 
persons  and  to -assure  compliance  by  the  Hospital 
with  Federal  statutes  and  regu3.ations  prohibiting 
unlawful  discrimination* 


34.8 


NONDISCRIMINATION  NOTICS 


It  is  the  policy  of  Yale-New  Haven  Hospital  zo  Cv">mply 
voluntarily  with  Title  VI  of  the  Civil  Rights  Act  of  1964, 
Section  504  of  the  Rehabilitation  Act  of  1973,  as  amended,  and 
the  Age  Discrimination  Act  of  1973,  as  amended,  and  the  U.  S. 
Department  of  Health  and  Human  Services  regulations  (45  C.F,R, 
Parts  80,  84,  and  91,  respectively)  pertaining  thereto, 

Yale-New  Haven  Hospital  does  not,  "on  the  basis  of  race, 
color,  national  origin,  handicap,  or  age,  unlawfully 
discriminate  in  admission  or  access  to,  or  treatment  or 
employment  in,  its  programs  or  activities  that  receive  Federal 
financial  assistance. 

For  further  information  about  this  policy  and  Yale-New 
Haven  Hospital's  grievance  procedure  for  resolution  of 
complaints,  contact  Richard  B,  Burford,  Assistant 
Administrator,  2Cr  York  Street,  New  Haven,  Connecticut  06510, 
Telephone  (203)  785-2600, 


YALE-NEW  HAVEN  HOSPITAL  (YNKH) 
NONDISCRIMINATION  PLAN 

1.  It  is  the  policy  of  YNHH  to  comply  voluntarily 
with  Section  504  of  the  Rehabilitation  Act  of  1973,  Title  VI  of 
the  Civil  Rights  Act  of  1964^  and  regiilations  of  the  U.  S. 
Department  of  Health  and  Human  Services  pertaining  thereto. 

2.  The  grievance  procedure  attached  as  Exhibit  1  to 
this  Plan  will  be  furnished  to  each  person  who  files,  or 
inquires  about  filing,  a  complaint  alleging  any  unlawful 

di  sc  r imi  nat i  on . 

3.  YNHH  will  continue  to  include  nondiscrimination 
n'-^tices  in  its  publica-^ions  including  employee  handbooks, 
recruitment  materials,  public  information  booklets,  etc. * 
These  will  be  revised  in  tlie  form  annexed  hereto. -   Such  notices 
also  shall  be  prominently  posted  and  maintained  in  appropriate 
YNHH  administrative  offices  and  sezrvica  locations  and  furnished 
to  any  vmions  or  professional  organizations  engaged  in 
bargaining  or  having  coxitractual  relationships  with  YNHH. 

4.  YNHH  will  provide  appropriate  auxiliary  aids  to 
hearing  impaired  persons  where  necessary  to  afford  such  pez  sons 
an  equal  opportunity  to  benefit  from  the  service  in  question. 
Cu^-rettly,  YNHH's  auxiliary  aids  for  the  hearing  impairsd 
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include  flash  cards,  use  of  paper,  pencil  and  clipboard, 
telephone  amplification  devices,  and  sign  language  interpreters 
deemed  qualified  by  the  Connecticut  Commission  for  the  Deaf • 
YWHH  will  not  require  a  patient  to  provide  or  pay  for  the 
services  of  a  7ign  language  interpreter.    YNHH  will  continue  to 
provide  to  its  nursing  and  clerical  staffs  appropriate  courses 
in  basic  sign  language  skills.    YNHH  will  not  rely  on  family 
.members  or  friends  of  hearing  impaired  patients  to  serve  as  — 
si<3n  language  interpreters  except  where  a  patient  expressly 
requests  such  an  arrangement.    YNHH  ha€  Installed  a 
telecommunication  device  for  the  deaf  (TTY)  which  is  located  at 
the  Emergency  Room  control  desk.    All  clerical  staff  members 
are  trained  in  the  use  of  the  TTY  ana  it  is  accessible  24  hours 
a  day.    YNHH  will  utilize  sign  language  interpreters  and  its 
TTY,  as  appropriate,  to  provide  effective  notice  to  hearing 
impaired  persons  concerning  benefits,  services,  waivers  of 
rights,  or  consent  to  treatment. 

5.      YNHH  will  provide  appropriate  auxiliary  aids  to 
visually  impaired  persons  where  necessary  to  afford  such 
r^^rsons  an  equal  opportunity  to  b^^nefit  from  the  service  ^.n 
question.    Currently,  YNHH's  auxiliary  aids  include  the 
prevision  of  readers  at  no  cost  to  the  patient.    YNHH  has  a 
policy  which  allows  guide  dogs  access  to  all  areas  of  the 
hospital  that  are  open  to  the  general  public  and  for  employees 

-2- 


351 


to  use  then  in  areas  appropriate  to  perform  their  duties*  YNKH 
is  prepared  to  draw  upon  a  full  range  of  communication  options 
(auxiliary  aids)  in  order  to  ensure  that  visually  impaired 
persons  are  provided  with  effective  access  to  health  care 
services.     To  this  end,  YNHH  will  develop  the  use  of  taped  or 
braille  materials  where  appropriate • 

6.      YNEDJ's  Section  504  Coordinator  and  Patient 
Representative  will  be  responsible  for^  informing  all  staff  in 
patient  contact  positions  in  regard  to  these  policies  and 
procedures  and  the  availability  of  auxiliary  aids. 


^[t^  Jdts  tee«i€tettt/Chief  of  Staff 


Yale-New  Haven  Hospital 
Iffts  teooidcttt/Chief  of  Sta: 
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D'.l'ARTMKNT  OK  JIKAl.TH  &  HUMAN  yi:RVl<  /:.s 


OllM.0  lOI 

Civif  Ritjhis 


Room  7.403 

John  F.  Kennedy  Federat.Bldg. 
Government  Center 
Boston,  MA  02203 


 ^  August  16 1  1984  ^ 

J.  Michael  Eisner,  Esquire 
Wiggia  &  Dana 
CouQScllors  at  Law 
195  CHurch  Street 
P.O.  Box  1832 

New  Haven,  Connecticut  06508 

a        Re:  Coapliance  Review  No.  01-82-7002 
Dear  Mrj^JSlSner: 

Pursuant  to  our  recent  telephone  conversation,  I  am  enclosing  for  your 
revie^  and  consideration  a  proposed  -CoBipliance  Plan"  which  would  enable 
the  Office  for  Civil  Rights  (OCR)  to  close  the  above-referenced  review. 

Please  note  that  I  am  .flexible  as  to  the  format  of  this  Plan.  For 
example,  it  may  be  labelled  as  ^'Voluntary  Action  Plaa^"   Or,  it  may  b-. 
in  the  form  of  a  letter  from  President  Smith,  or  Dr.  Fenn,  or  from  you 
as  counselor  for  Yale-Bfew  Haven  Hospital  (YNHH) ,  incorporating  the  sub- 
stance of  the' Plan.    In  regards  to  the  auxiliary  aid  areas,  YNHE  may 
already  have  most,  if  not  all  of  the  requirements  in  place-  if  so,  you 
may  rewrite  or  modify  thai  section  or  attach  YNHH  documents. 

Afisumlhg  we  have  general  agreements  on  the  substance  of  the  Plan  and 
OCR  receives  the  written  commitment  from  YNHH,  we  will  issue  a  letter 
of  compliance i    This  letter  will  contain  the  following  elements; 
Specifically,  we  will  find  YNi  \  at  the  time  of  the  review,  compliance 
with  the  following  Iftsues:  patient  admissions,  room  assignments  and 
transfers,  and  the  granting  of  staff  privileges  under  Title  VI.  We 
will  also  find  INHH,  by  taUng  voluntarr  action,  to  be  In  coi^llance 
with  the  following  issues:  hbndlscrimlnation  notice  under  Title  VI  and 
Section  504*  av\  grievance  procedure  and  auxiliary  aids  under  Section 
504.    Tl^  letter  will  state  that  the  issue  of  handica^pped  infant  Is 
being  addressed  by  Complaint  No.  01r83-1001  and  the  courts  have  Issued 
injunctions  against  OCR  from  making  findings.    The  letter  will  also 
recoanend  that  YNHH,  in  accordance  with  45  C.F.R.  S80.6(b),  maintain 
racial  and  ethnic  data,  showing  the  extent  to  which  members  of  minority 
groups  are  beneficiaries  of  and  participants  in  its  federally  assisted 
programs. 


Page  2  -  Mr,  Eisner 
Review  No.  01-82-7002 

I  hope  chat  the  above  clarifications  will  be  helpful  and  look  forward 
to  expeditiously  resolving  the  outstanding  issues  of  the  compliance 
review*    I  am  available  to  diccuss  the  matter  with  you  over  the  phone 
or  at  our  meeting  on  September  18,  1984* 

Thank  you  for  your  cooperation  and  assistance*    Should  you  have  any 
questions*  please  call  me  at  (617)  223-0247. 


Sincerely  yours » 


Peter  Chan 

Equal  Opportunity  Specialist 
Office  for  Civil  Rights 
Region  I 


Enclosures 
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Yale-New  Haven  Hospital  (YNHH) 


Compliance  Plan  for  YNHH  under  45  C.F.R.  §§84. 7(b),  84«8  and  84o2  of  the 
U.S.  Department  of  Health  and  Human  Services  Regulation  Implementing  Sec- 
tion 504  of  the  Rehabilitation  Act  of  1973,  as  amended  (29  U.S.C.  §794), 


1«  The  grievance  procedure  attached  as  Exhibit  1  to  this  Plan  will  be 
utilized  to  comply  with  45  C.F.R.  §84. 7(b).    YNHH  shall,  without  cost, 
furnish  a  copy  of  the  grievance  procedure  and  a  copy  of  45  C.F.R.  Part  84 
to  each  person  who  flies,  or  Inquires  about  filing,  a  complaint  alleging 
any  action  prohibited  by  the  regulations. 

2.  The  form  of  notice  attached  as  Exhibit  2  to  this  Plan  will  be  utilized 
to  comply  with  45  CiF.R.  §84.8.    The  notice  will  be  Included  in  employee 
handbooks  <^nd  training  manuals,  recruitment  materials  and  other  publica- 
tions containing  general  information  .that  YNHH  makes <available  to  the 
public,  participants,  beneficiaries,  applicants  or  employees,  including 
those  with  impaired  vision  or  hearing.    The  conditions  of  the  preceding 
sentence  may  be  met  either  by  including  appropriate  inserts  in  existing 
materials  and  publications  or  by  revising  and  reprinting  the  materials 
and  publications.    The  notice  shall  also  be  prominently  posted  and  naln- 
talhed  in  every  YNHH  administrative  office  and  service  location  and  fur- 
nished to  any  unions  or  professional  organizations  holding  collective 
bargaining  or  professional  agreements  with  YNHH. 

3.  In  accordance  with  45  C.F.R.  $84. 52(d),  YNHH  will  provide  appropriate 
auxiliary  aids  to  hearing  impaired  persons  where  necessary  to  afford  such 
persons  an  equal  opportunity  to  benefit  from  the  service  in  question. 
Currently,  YNHH^s  auxiliary  aids  for  the  hearing  impaired  include  flash 
cards,  use  of  paper,  pencil  and  clipboard,  telephone  amplication  devices, 
and  sign  language  interpreters  deemed  qualified  by  the  Connecticut  Commis- 
sion for  the  Deaf.    YNHH  will  not  require  a  patient  to  provide  or  pay  for 
the  services  of  a  sign  language  interpreter.    YNHH  will  continue  to  pro- 
vide to  its  nursing  and  clerical  staff  appropriate  course  in  basic  sign 
language  skills.    YNHH  will  not  rely  on  family  members  or  friends  of 
hearing  impaired  patients  to  serve  as  sign  language  interpreters  except 
where  a  patient  expressly  requests  such  an  arrangement'.    YNHH  has  ins- 
talled a  telecommunication  device  for  the  deaf  (TTY)  which  is  located  at 
the  Emerges  cy  Room  control  desk.    All  clerical  staff  members  are  trained 
in  the  use  of  the  TTY  and  it  is  accessible  24  hours  a  day.    In  accordance 
with  45  C.F.R.  §84.52(b),  YNHH  wxll  utilize  sign  language  interpreters 
and  its  TTY,  as  appropriate,  to  provide  effective  notice  concerning 
benefits,  services,  waivers  of  rights,  or  consent  to  treatment  to  hearing 
impaired  persons. 

4.  In  accordance  with  45  C.F.R.  584.52(d),  YNHH  will  provide  appropriate 
auxiliary  aids  to  visually  impaired  persons  where  necessary  to  afford 
such  persons  an  equal  opportunity  to  benefit  from  the  service  in  question. 
Currently,  YNHH^s  auxiliary  aids  include  the  provision  of  readers,  at  no 
cost  tc  the  patient.    YFHH  has  a  policy  which  allows  guide  dogs  access 

to  all  areas  of  the  hospital  that  are  open  to  the  general  public  and 
for  employees  to  use  them  in  areas  appropriate  to  perform  their  duties. 
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Page  2  -  Compliance  Plaa 

YNHH  is  prepared  Co  draw  upon  i  full  tange  of  coramuaicacioa  opcioas 
(auxiliary  aids)  in  order  co  ensure  that  visu/^lly  impaired  persons  are 
provided  with  effective  access  to  health-ca' services.    To  thia  end, 
YNKH  will  develop  the  use  of  taped  or  braille  materials,  where  appro- 
priate* 

5.  YNHH's  Section  504  Coordinator  and  Patient  Representative  will  be 
responsible  for  informing  all  stsff  in  patient  contact  positions  of 
these  policies  and  procedures  and  the  availability  of  auxiliary  aids. 

YMHH*8  submission  of  this  Coapliance-Plan  docs  not  constitute  an 
admission  that  its  past  policies  or  practices  have  violated  Section  504 
/  or  45  C.F.R.  Part  84. 

Yale-New  Haven  Hospital 


"gJJ^  '  Its  President/Chief  of  Staff 
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rxhibic  I 

NCNDISCRIMINATIC*t  GRIEVANCE  PROCECURE 


The      Yale-New  Haven  llospical  _  kUi^  •  ^  i 

 -—  _      s  adopted  this  internal  grievance 

(name  of  recipient) 

procsJiitB  to  provide  pra.i)t  and  equitable  resolution  of  cgrplaints  alleging 
any  action  prohibited  by  the  D.S.  Departanent  of  Health  and  Hunan  Services 
regulations  inplementing  Pederal  statutes  that  prohibit  discfiinination  co 
the  basis  of  race,  color,,  national  origin,  sex,  handicap,  age  and  religion, 
in  programs  and  activities  receiviiig  Federal  f^jiancial  assistance, 
including,  as  applicable:   45  CP. a.  Part  80,  Inplementing  Title  VI  of 
tha  Civil  Rights  Act  of  1964  (42  U.S.C.,  S2000d  et  f^.);  45  C.F.R.  Part 
83,  iwpleitenting  Sections  704  and  855  of  the  Public  Health  Service  Act 
(42  O.S.C.  SS292d  and  298b-2);-  45  C.F.R.  Part.  84,  inplementing  Section 
504  of  the  Rehabilitation  Act  of  1973,  as  amended  (29  n.S.C.  S794);  45 
C.F.R.  Part  86,  inplementing  TiUe  K      the  Education  Anendhentj;  of 
1972,  as  amanded  (20  O.S.C.  §1681  et  seq.);  45  C.F.R.  Part  91,  lapleoenting 
the  Age  Discriminaticn  Act  of  1975,  as  anended  (42  U.S.C.  S6101  et  seq,)? 
and  45  C.F.R.  Part  92,  implementing  block  grant  provisions  of  the  Qnnibus 
Budget  Reconciliation  Act  of  1981  (42  U.S.C.  SS300w-7,  30'0x-7/  300y-9, 
708,  8625  and  9906.    Copies  of  t^ese  statutes  and  regulations  may  be 

obtained  from  

(name,  title,  office  address  and  telephcsie  nuiter) 

vbo  has  bsen  designated  to  coordinate  the  efforts  of  the  Yale-New  Haven 


(rtame  of 


 ""^P^*^^^  to  ccnply  with  the  regulations. 

recipient) 


Ihe  following  rules  app3,y  to  carplaints  filed  under  this  procedure: 


Page  2  -  Nondiscrimination  Grievance  Pnxredure 


1.   A  conplaint  should  be  writing  r  contain  the  name  and  address  of  the 
person  filing  it,  and  briefly  describe  the  action  alleged  to  be  prohibited 
by  the  regulations. 

2*  A  ccnplaint  should  be  filed  in  the  office  of  the  

(title  of  above- 

  within  a  reasonable  tinve  after  the  person  filing 


naxned  .coordinator)  ^ 
the  oaqplaint  becomes  aware  of  the  actici  ^  leged  to  be*  prohibi^^  by  the 
regulations* 

3.  The  ^   or  his/her 

"{title  of  recipient's  diief  executive  officer) 

designee r  shall  conduct  snch  irvestigation  of  a  complaint  as  may  be 
appropriate  to  determine  its  validity.   These  mle^  contanplate  informal 
but  t!t?orough  investigations  r  affording  edl  interested  persons  and  their 
representatives r  if  any,  an  opportunity  tc  submit  evidence  relevant  to  a 
ccmplaint« 

4.  Ihe  .    shall 

(title  of  recipient's  chief  executive  TlHcir) 

issue  a  written  decision  determining  the  validity  of  the  cai^plalnt 
1X5  later  than  30  days  af l^r  its  filing. 

5.  Ihe   shall  maintain  the  files 

(?:itle  of  above-named  coordinator) 

and  records  of  the   reUtirg  to  oomplaints  filed 

(nam?  of  recipient) 

hereunder.   The  ^  ,  m^  assist 

(title  of  above-naned  coordinatcr) 

persons  with  the  preparatior  and  filing  of  coiplaints,  participate  in  the 

.investigation  c1  coiplaints,  and  advise  the 


(title  of  recipient's  chief 
concerning  their  resolution. 


executive  officer) 
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"Page  3  -  Nondiscriitdnation  Grievance  Procedure 

6*    The  right  of  a  person  to  prcnpt  and  equitable  resolution  of  a  caiplaint 

filed  hereurtder  shall  xiot  be  inpaired  by  the  person's  pursuit  of  other 

remedies  r  and  utilization  of  this  grievance  procedure  is  not  a  prerequisite 

to  the  pursuit  of  other  remedies.   A  person  nay  at  ary  tiro  file  a 

corplaint  with  the  U.S*  Department  of  Health  and  Human  Servicesr  Office 

for  Civil  Rights^  Boon  2403  r  John      Kennedy  Fede^  Building^  Bostcn^ 

Mass.  02203.  Ofel*  (617)  223-0247,  TH  (617)  223-4000. 

7.   Tt^ese  rules  shall  be  liberally  construed  to  protect  the  substantial 

rights  of  interested  persons  r  to  meet  appropriate  due  process  standards 

and  to  assure  coipliance  by  the  with  Federal 

(naipe  of  recipient) 

statutes  and  regulations. 
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Exhibit  2 
NCtJDISCRIMINATICN  ^XDTICS 


m  accordance  vith  Title  VI  of  the  Civil  Rights  Act  of  1964  (42  U^S.C. 
S20oua  et  seq. ) •  Sections  704  and  855  of  the  Public  Health  Service  Act 
(42  U^SX.  SS292d  and  298b-2),  Section  5(54  of  the  Rehabilitation  Act  of 
1973.      amended  (29  U.S.C.  S794) .  Title  IX  of  the  Education  ^rencJtaents 
of  1972,  as  amended  (20  U.S.C.  S1681  et  seq.),  the  Age  Discrimination  Act 
of  1975 »  as  amended  (42  O.S.C.  $6101  et  seq.},  and  block  grant  provisicns 
of  the  Qmibus  Budget  Reccnciliation  Act  of  1981  (42  U.S.C.  SS300w-7, 
300X-7,  300y-9,  708,  8625  and  9906),  the    Yale-Mev  Hayen  Hospital  

(naR»  of  recipient) 

does  not  discriroinate  on  the  basis  of  race,  color,  national  origin,  «QX, 

handicap,  age  or  religion  in  acinission  or  access  to,  or  treatment  ot 

prployment  in,  its  programs  or  activities.   The  persoi  whose  name  appears 

below  has  been  designated  to  coordinate  the  efforts  of  the  Yale-New  Haven 

(name  of 

Hospital  to  ccnply  with  the  U.S.  Department  of  Health  and  "isnan 

recipient) 

Services  regulations  {4i  C.F.R.  Parts  8u,  83,  84,  86,  91  and  92)  Inplenenting 
these  Federal  laws.    For  further  information  about  the  regulations  and  our 
grievance  procedures  for  resolution  of  discrimination  oaisplaints,  contact 

(name  and  title  of  designated  coordinator,  office  address  arid  telephone 

number) . 
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DEPARTMENT  OF  HEALTH  &  HUMAN  SERVICES 


Office  for 

Civil  Rights 


December  5j  .1981* 


Room  2403 

John  F.  Kennedy  Federal  Btdg. 
Cov9rnment  Center 
Boston.  MA  02203 


Mr.  C.  Thomas  Smith 
President 

Yale-New  Haven  Hospital 
New  Haven »  Connecticut  06504 


Re:  Compliance  Review  No.  01-82-7002 


Dear  Mr.  Smith: 

In  1982 »  the  Office  for  Civil  Rights  (OCR)  selected  Yale-New  Haven 
Hospital  (YNHH)  as  one  of  four  teaching  hospitals  for  review  regarding 
compliance  with  Title  VI  of  the  Civil  Rights  Act  of  1964  (42  U.S.C. 
J2000d  ct  seq.)  and  Section  504  of  the  Rehabilitation  Act  of  1973,  as 
amended  (29  U.S.C.  S794),  implemented  by  U.S.  Department  of  Health 
and  Human*  Services  (HHS)  regulations  found  at  45  C.F.R.  Parts  80  and 
84 »  respectively. 

As  a  recipient  of  Federal  financial  assistance  from  HHS,  YNHH  is  required 
to  comply  with  these  statutes  and  regulations.    In  addition,  YNHH  has 
also  signed  Assurances  of  Compliance  with  HHS  under  Title  VI  (Form  441) 
and  Section  504  (Form  641). 

Title  VI  prohibits  discrimination  against  individuals  on  the  basis  of 
race,  color,  or  national  origin.    The  compliance  review  examined 
whether  YNHH  is  in  compliance  %7lth  45  C.F.R.  §S80.3(b),  80.5(e),  and 
80.6(d)  with  respect  to  the  following  issues: 

^  patient  admissions 

^  patient  room  assignments  and  transfers 
^  granting  of  staff  privileges,  and 

^  the  adoption  and  dissemination  of  a  rsondis crimination  policy 
and  notice* 

Section  504  prohibits  discrimination  against  qualified  handicapped 
persons  in  the  provision  of  services  and  employment.    The^  cos^liance 
review  examined  whether  YNHH  has  iset  the  following  procedural  require- 
ments: 

*  adoption  and  dissemination  of  a  nondiscrimination  poller  and 
notice  (45  C.F.R.  S84.8) 

*  designation  of  a  Section  504  coordinator  (45  C.F.R.  §84«7(a)),. 
and 
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•  adoption  and  dissemination  of  grievance  procedures  (45  C.F.R. 
S84.7(b)). 

OCR  also  examined  whether  YNBR  has  implemented  policies  and  procedures 
regarding  the  effective  communication  with»  and  the  provision  of  auxi- 
liary aids  to,  hearing  and  visually  impaired  persons  (45  C,?*R.  S84*52)* 

At  the  time  of  the  on-site  review  in  1982,  OCR  found  that: 

^  YNHH*8  policies  and  procedures  regarding  patient  admissions,  room 
asslgnaents  and  transfers,  and  the  granting  of  staff  privileges 
were  in  compliance  with  Title  VI«    Contacts  with  coaoixnity  and 
advocacy  groups  did  not  disclose  any  allegations  of  violations; 
and 

^  IHBH  had  designated  a  Section  504  coordinator  pursuant  to  45 
C.F.R.  S84.7(a). 

OCR  also  found  that: 

•  YKHH  had  not  provided  or  disseminated  notice  of  its  nondiscrimina- 
tion policy  pursuant  to  Title  71  and  Section  504  requirements; 

•  YNHH  did  not  have  a  grievance  procedure  that  meets  the  requirement 
of  45  C.F.R.  S84.7(b);  and 

•  Although  YNHH  had  installed  a  TTY  in  its  Emergency  Room  and  has 
made  arrangeaents  for  the  use  of  qualified  sign  language  interpre- 
ters, there  was  «  lack  of  specific  policies  or  procedures  regarding 
effective  communication  with  and  the  provision  of  auxiliary  aids 

to  hearing  or  visually  Izipalred  persons. 

Since  the  on-site,  YNHH  has  taken  voluntary  actions  to  resolve  the 
identified  deficiencies.    Productive  negotiation  between  OCR  and  YNHH 
has  culminated  in  a  Ndndiscrimlnation  Plan  signed  by  John  B.  Penn, 
M.D.,  Chief  of  Staff,  dated  November  19,  1984. 

The  Plan  commits  YNHH  to  utilize  and  disseminate  a  nondiscrimination 
notice  and  grievance  procedure  acceptable  under  the  HHS  regulations. 
In  the  area  of  effective  coaminicatlon  with  ^^d  auxiliary  aids  to  vi- 
sually and  hearing  impaired  persons,  YNHH  rill  continue  to  draw  upon 
a  full  range  of  communication  options  to  ensure  that  these  persons  art 
provided  with  effective  access  to  health  care  services.    These  include 
24  hour  access  to  the  TTY,  use  of  sign  language  interpreters  deemed 
qualified  by  the  Connecticut  CoanissAon  for  the  Deaf,  training  of  staff 
in  basic  sign  language  skills  and  the  use  of  TTY,  provision  of  readers, 
and  the  development  of  tapes  or  braille  materials  where  appropriate. 
In  addition,  YNHH*s  Section  504  Coordinator  and  Patient  Representative 
will  be  responsible  for  informing  all  staff  in  patient  contact  posi- 
tions in  regard  to  these  policies  and  procedures  and  the  availabUlty 
of  auxiliary  aids. 
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With  our  acceptance  of  the  Plan,  OCR  now  determines  YNHH  to  be  In 
compliance  with  Title  VI  and  Section  504  with  respect  to  those  Issues 
specifically  examined  In  the  compliance  review, 

45  C.F.R.  $80*6(b)  Requirement 

During  the  review,  YNHH's  Inability  to  provide  OCR  with  readily 
retrievable  racial/ethnic  data  prevented  OCR  from  making  statistical 
comparisons.    We  therefore  wish  to  notify  you  of  the  requirenect,  in 
accordance  with  45  C.F.R.  §80.6(b),  to  maintain  racial  and  ethnic  data 
showing  the  extent  to  which  members  of  minority  groups  are  benefi- 
ciaries of  and  participants  in  federally  assisted  programs.  YNHH 
should  take  Immediate  action  to  collect  racial/ethnic  Information 
with  respect  to  its  patients,  clients,  participants,  employees,  and 
applicants  for  staff  privileges. 

The  following  five  categories  should  be  used  for  Identification  a*)d 
collection  purposes: 

Black,  not  of  Hispanic  Origin.  A  person  having  origin  in  any  of 
the  black  racial  groups  of  Africa. 

Hispanic.    A  person  of  Mexican,  Puerto  Rican,  Cuban,  Central  or 
South  American  or  other  Spanish  culture  or  origin,  regardless  of 
race. 

Asian  or  Pacific  Islander.    A  person  having  origins  in  any  of  the 
original  people  of  the  Far  East,  Southeast  Asia,  the  Indian  Sub- 
continent, or  the  Pacific  Islands.    This  area  includes,  for 
example,  China,  Japan,  Korea,  the  Philippine  Islands,  and  Samoa. 

American  Indian  or  Alaska  Native.   A  person  having  origins  in 
any  of  the  original  people  of  Korth  America,  and  who  mal tains 
cultural  identification  through  tribal  affiliation  or  community 
recognition. 

White,  not  of  Hispanic  Origin.  JL  person  having  origins  in  any  of 
the  original  people  of  Europe,  North  Africa,  or  the  Middle  East. 

Handicapped  Infant  Issue 


As  part  of  the  review,  OCR  conducted  factfinding  at  YNHH  to  determine 
if  handicapped  infants  were  being  discriminated  against  in  the  provi- 
sion of  treatment  or  services.    After  the  compliance  review  was  begun, 
OCR  received  a  separate  complaint  against  YNHH  alleging  noncompliance 
with  Section  504  in  the  treatment  and  care  of  handicapped  infants. 
Because  of  the  complaint,  OCR  conducted  additional  factfinding  in  this 
area. 

Decisions  from  the  United  States  Court  of  Appeals  for  the  Second  Cir- 
cuit Iiave  barred  HHS  from  applying  Section  504  and  the  Implementing 
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regulations  to  health  care  for  handicapped  infants.    OCR  will  address 
this  Issue  when  this  bar  is  reutoved* 

Under  the  provisions  of  the  Freedom  of  Information  Act»  as  amended » 
5  U*S*2*  f352»  and  its  pertinent  regulation,  45  C«F«R«  Part  5>  the 
contents  of  this  letter  and/or  other  information  received  during  the 
review/ investigation  may  be  released  upon  request  from  the  public*  How- 
ever, if  such  a  request  is  sade»  we  will  maintain  the  confidentiality 
of  information  that,  if  released,  would  constitute  an  unwarranted  inva- 
sion of  privacy* 

OCR  greatly  appreciates  your  cooperation  and  the  assistance  extended 
by  your  staff  to  our  Investigators*    We  would  like  to  especially  thank 
Dr*  John  E*  Fenn,  Chief  of  Staff;  J*  Michael  Eisner,  Legal  Counsel; 
Edward  I>owling,  Vice  President  of  Human  Resources;  Virginia  Roddey  and 
Angela  Holder  of  the  Risk  Management/Medical  Legal  Office* 


Should  you  have  any  questions,  please  contact  Mr*  Peter  K*  Chan  of  ay 
staff  at  (617)  223-0247 r 


Sincerely  yours. 


Caroline  J*  Chang 
Regional  Manager 
Office  for  Civil  Rights 
Region  I 


cc:  Dr*  John  E*  Fenn,  Chief  of  Staff 
l/j*  Michael  Eisner,  Esq* 
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OklqhorrSQ  TeachlnO  HospHaU  BOQ  Northeast  13th  Ra  Box  26307  Oktahomo  City,  OK  73126 


November  1,  1988 


William  J.  Howard 
General  Counsel 

United  States  Commission  on  Civil  Rights 
1121  Vermont  Ave.  N.W. 
Washington,  D.C.  20425 

RE:    Commission  Report  on  Medical  Treatment  of  Handicapped 
Infants 

Dear  Mr.  Howard: 

My  office  iv  in  receipt  of  the  second  set  of  revised  excerpts  to 
your  forthcoming  report  relating  to  medic&l  treatment  of 
handicapped  infants.  You  have  invited  a  response  to  such 
excerpts  without  the  benefit  of  any  contextual  information  which 
may  indicate  the  manner  in  which  such  excerpts  will  be  used.  The 
objections  raised  below  relate  not  only  to  the  abusive 
substantive  material  of  your  report,  but  also  to  the  gross 
inadequacy  and  insufficiency  of  your  investigation  process.  Such 
procedural  objections  are  part  and  parcel  of  this  response  and 
shall  not  be  carved  out  by  your  editing  from  the  below  material 
relating  to  this  issue  as  we  receive  our  due  process  in  the 
appendix  of  your  "Report^.  We  find  it  abhorrent  that  your 
Commission,  as  a  governmental  entity,  could  be  so  deficient  in 
it's  duty  to  investigate  and  protect  the  civil  and  constitutional 
rights  of  all  parties.  We  believe  it  is  a  fundamental  defect 
undermining  your  report  that  neither  the  Department  of  Human 
Services  or  Children's  Hospital  of  Oklahoma,  (formerly  known  as 
Oklahoma  Children's  Memorial  Hospital)  have  ever  received  any 
requests  or  contact  by  your  Commission  re9arding  any  of  the 
practices,  issues,  etc.  discussed  in  your  excerpts.  This  is 
incredible  considering  the  fact  that  you  first  held  hearings  on 
this  issu6  in  June  of  1985,  yet  the  first  notice  this  hospital 
has  received  is  an  opportunity  to  respond  to  draft  excerpts  of 
your  report.  (We  have  been  advised  that  Dr.  Gross  was  invited  to 
testify,  but  only  after  a  lawsuit  regarding  this  situation  had 
been  filed.)  It  is  more  incredible  upon  noting  the  drastic 
changes  which  have  taken  place  in  excerpts  received  one  month 
apart  (September  14th  and  October  19th,  1988).  Therefore,  and 
assuming  the  attached  revisions  to  be  final,  we  have  several 
observations  to  make. 

1.  REPORT  AUTHORITY.  For  interpretative  authority,  the  report 
repeatedly  relies  upon  apparent  law  review  articles  written  by 
Sharon  Paulus  and  Martin  Gerry  in  "Issues  of  Law  and  Medicine". 
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However,  you  fail  to  note  that  both  Ms.  Paulus  and  Mr.  Gerry  are 
attorneys  of  record  of  plaintiffs  in  the  lawsuit  against 
Children's  Hospital  of  Oklahoma.  Furthermore,  the  journal 
"Issues  in  Law  and  Medicine"  is  the  self-serving  creation  of  the 
National  Legal  Center  for  the  Medically  Dependent  and  Disabled, 
Inc.,  -  a  plaintiff  in  the  lawsuit.  When  has  your  office 
reviewed  the  court  records  or  the  medical  records  of  Carlton 
Johnson? 

2.  THE  FORMULA.  In  the  new  excerpt  beginning  "OKLAHOMA  CASE", 
your  reference  of  information  (footnote  #1)  is  the  Paulus 
article.  In  your  second  paragraph,  you  state: 

In  this  evaluation,  the  [meningomyelocele]  team  members 
wrote,  they  were  "influenced"  by  a  quality  of  life  formula: 
QL«N£  X  (H-fS)  . 

This  a  clever  but  deceitful  statement.  Your  implication  that  the 
quality  of  life  formula  was  used  in  the  evaluation  of  children  is 
a  distortion  of  what  is  stated  in  the  article  and  otherwise 
totally  denied.  The  repeated  assertion  by  the  disability  groups 
and  now  your  Commission  that  a  "quality  of  life  formula"  served 
as  a  basis  for  denying  treatment  is  an  unadulterated  lie.  The 
original  statement  by  Robert  Fulton  and  Antonio  Padilla  on  behalf 
of  the  Oklahojfia  Department  of  Human  Services  and  Children's 
Hospital  emphasizes  the  formula's  non-use,  which  has  also  been 
publicly  refuted  by  Dr.  Gross.  Furthermore,  the  assertion  that  a 
quality  of  life  formula  was  used  as  a  basis  for  determining 
treatment  has  been  unequivocally  refuted  by  the  meningomyelocele 
team  and  clinic  staff  as  noted  in  the  attached  affidavit  (See 
attachment,  orginally  attached  to  Fulton  and  Padilla  statement. 
May  23,  1985.).  The  formula  was  simply  used  as  an  illustration 
device  and  was  not  even  discovered  by  Dr*  Gross  until  1981  when 
he  was  writing  the  paper.  After  describing  the  formula  you 
continue  your  excerpt  with  "based  on  the  assessment,  the  teajn 
recommended  to  the  parents  the  infant  be  given  either  vigorous  or 
supportive  care".  This  continued  representation  that  the  team 
made  a  recommendation  based  upon  an  assessment  which  included  the 
formula  is  simply  irresponsible.  The  article  clearly  states  the 
criteria  that  were  used  to  evaluate  these  newborn  and  it  doesn't 
include  such  formula. 

Along  the  same  line,  you  later  state: 

The  team  members  acknowledged  that  "treatment  for  babies 
with  identical  [degree  of  mental  and  physical  disability] 
could  be  quite  different,  depending  on  the  contribution  from 
home  and  society". 

This  statement  is  made  with  the  discussion  of  the  formula  and  did 
not  relate  to  the  management  by  the  team. 

3.  CARLTON  JOHNSON.  The  Department  and  Hospital  will  not 
diS'.uss  treatment  of  individuals,  including  Carlton  Johnson,  who 
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continues  to  be  treated  at  the  hospital  clinic.  .  Suffice  it  tb 
Bay,  that  you  have  relied  upon  the  Paulus  article  which  has 
quoted  a  journalist,  who  has  quoted  the  plaintiff,  etc. 

4.  DENIAL  OP  TREATMENT.        This  excerpt  states: 

There  have  been  isolated  instances  in  which  denial  of 
trp'  tment  was  publicly  announced  in  medical  journal 
ar<u.\cleSf  most  notably  those  reporting  decisions  to  withhold 
lifesaving  treatment  from  a  number  of  newborn  children  with 
disabilities  at  *  *  *  and  similar  decisions  at  Okxahoma 
Children's  Memorial  Hospital  in  the  1980 's.  1/  In  those 
cases  the  physician involved  were  deliberateTy  crusading 
for  open  acceptance  of  denial  of  treatment  practices  ^ 
their  fellow  professionals. 

It  is  absolutely  inaccurate  to  state  that  treatment  was  denied 
any  infant  by  the  physicians  or  hospital  at  Children's  Hospital 
of  Oklahoma*  As  Dr.  Gross  made  very  plain  in  his  article,  the 
decision  was  made  by  the,  parents  after  full  disclosure  of  the 
child's  condition  and  treatment  option  by  the  physicians. 

5.  ECONOMIC  DISCRIMINATION.  In  your  excerpt  from  "Chapter 
12",  wherein  you  attempt  to  summarize  the  article  written  by 
Gross  et  al/  you  state: 

"In  addition  the  criteria  used  by  the  team  included  an 
assessment  of  'contibution  from  home  and  family'  so  that 
those  families  who  had  greater  resources  might  receive  a 
recommendation  for  treatment  and  those  families  with  fewer 
resources  would  be  more  likely  to  receive  a  recommendation 
against  it,  even  though  the  severity  of  the  disability  might 
be  the  same  in  both  cases." 

This  is  a  reckless  distortion  of  the  discussion  by  Dr.  Grosb  of 
the  formula.  Nowhere  in  the  article  is  there  any  indication  that 
higher  income  famxlies  received  treatment  and  poorer  families  did 
not.  In  the  article's  discussion  of  the  Shurtleff  criteria 
(which  were  relied  upon),  criteria  (6)  states  "a  family  with 
economic  and  intellectual  resources  who  lived  within  reach  of  an 
appropriate  medical  facility,  or  a  commitment  by  a  social  agency 
to  provide  needed  resources  such  as  foster  home  or  medical  care 
costs".    The  actual  resource/reimbursement  facts  are  as  follows: 

i:      100%  of  patients  on  public  assistance  without  insurance 
were  aggressively  treated. 

2.  69%  of  patients  qualifying  for  medical  assistance 
(medicaid  or  sta  be  crippled  children ' s  program)  were 
aggressively  treated. 

3.  58%  of  the  patien.^s  with  private  insurance,  including 
Champus  were  aggressively  treated. 
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4«      50%  of  persons  with  private  insurance  but  who  also 

qualify  for  medical  assistance  were  aggressively 
treated. 

These  statistics  clearly  belie  your  unfounded  accusations  and 
generalizations • 

6.  REPORT  BIAS.  Throughout  the  excerpt  titled  "Chapter  12"^ 
.  the  author's  bias  is  repeatedly  displayed.    For  example: 

A.  The  article  does  not  describe  an  "experiment",  but  is  a 
retrospective  case  review. 

B.  In  describing  the  process  used  by  the  hospital  team  on 
page  1,  you  state  "For  those  infs^nts  born  with  high  lesions  and 
who  were  suspected  of  having  hydrocephalus  or  other  cmomalies  a 
formal  meeting  was  convened  to  make  a  treatment  recommendation  to 
the  family."  (Emphasis  added.)  The  use  of  the  word  "suspected" 
is  an  inflammatory  addition  which  is  in  complete  variance  with 
the  radiography  and  CT  scans  described  in  the  evaluation. 

C.  To  describe  the  sac  as  the  size  of  a  "basketball"  is 
outrageous,     You  have  the  CNN  video  tape,  look  at  it. 

It  is  a  distortion  to  state  the  "families  of  five 
children  'demanded'  treatment"  when  it  was  simply  the  option  they 
chose  after  presentation  of  the  child's  condition. 

E.  Likewise,  "at  the  end  of  the  'experiment'  twenty  four 
families  had  'finally  agreed'  to  the  non-treatment  regimen..." 
reflects  your  editorial  bias. 

7.      SURGEON  GENERAL  C.  EVERJSTT  KOOP.     The  excerpt  states: 

***  Subsequent  to  May  30,  1984,  Surgeon  General  C. 
Everev.t  Koop  was  to  make  'an  indirect  approach  to  the 
University  of  Oklahoma  ***  to  see  what  current 
practices  are  being  utilized  by  the  University  of 
Oklahoma  in  their  determinations  of  who  should  be 
treated'.  13/  Physicians  at  the  hospital  refused  to 
give  the  Surgeon  General  assurances  that  the  practices 
had  ceased.  14/ 

In  the  "Background  Information"  attached  to  the  statement  by 
Robert  Fulton  "and  2Vntonio  Padilla  of  May  23,  1985,  this  issue  was 
thoroughly  explained  as  follows: 

Involvement  of  U.  S.  Surgeon  General  Koop 

When  the  attorneys  who  authored  the  Hay  8,  1985,  letter  were 
asked  by  the  news  media  whether  they  had  contacted  officials 
at  DHS  or  OCMH  prior  to  making  their  allegations,  they 
reportedly  stated  that  OCMH  had  continuously  rebuffed 
attempts  by  C.   Everett  Koop,   Surgeon  General  of  the  U.S. 


357 


ERIC 


3GS 


Public  Health  Service^  to  clarify  OCMH's  current  position  on 
this  subject*  To  date^  neither  the  Hospital  nor  the 
Department  of  Human  Services  have  been  contacted  by  the 
Surgeon  General • 

We  do  understand  that  Surgeon  General  Kopp  spoke  informally 
on  two  occasions  with  an  acquaintance  at  OCMH^  Dr*  £•  Ide 
Smithy  Chief  of  Pediatric  Surgeiry  —  once  during  a  telephone 
conversation  last  summer  [1984]  and  once  during  an 
incidental  meeting  at  a  medical  conference  in  the  fall* 
(Sse  attached  affidavit.)  On  both  occasions ^  Dr.  Smith 
assured  Koop  of  complete  compliar.ce  by  OCME  wit''  the  federal 
regulations  and  repudiated  any  allegation  that  OCMH 
physicians  used  a  selection  formula  to  determine  the  type  of 
treatment  given  to  the  newborn.  Dr.  Koop  suggested  to  Smith 
that  OCMH  should  clear  the  air  with  disability  groups 
regarding  its  policies  and  Smith  related  the  information  to 
the  Oia  administration.  At  Dr.  Koop\i  request^  Dr.  Smith 
relayed  this  information  as  coming  from  "good  authority". 
(It  should  be  noted  that  Pulton  had  by  this  time  extended 
his  invitation  to  Mr.  Gerrry.)  [Martin  H.  Gerry ^  co-counsel 
for  the  National  Legal  Center  for  tb/a  Medically  Dependent 
and  Disabled,  Inc.] 

These  contacts  were  never  considered  by  Dr.  Smith  or  OCMH  to 
be  more  than  friendly  advice  ^nd  certainly  were  never 
considered  as  formal  requests  for  clarification  of  OCMH 
policies.  Had  Surgeon  General  Koop  made  such  a  request,  DHS 
and  OCMH  would  have  been  eager  to  provider  him  with 
information  and  assurances  with  respect  to  treatment  of 
children.  To  extrapolate  from  casual  conversations  betwe  m 
professional  colleagues  that  OCMH  has  "rebuffed"  request.^  by 
the  Surgeon  General  to  clarify  OCMR's  position  iff  tmi*d.b  to 
Surgeon  General  Koop  as  well  as  the  Hospital. 

While  Surgeon  General  Koop  had  informal  conta  with  a 
member  of  the  medical  staff  at  OCMH,  the  authors  of  the  May 
8th  letter  and  their  clients  made  absolutely  no  effort  to 
obtain  information  on  OCMH  policy  or  practice.  Dr.  Koop*s 
informal  contacts  do  not  excuse  their  failure  to  make 
inquiry  at  OCMH,  especially  in  light  of  the  invitation 
extended  to  Martin  Gerry.  If  they  didn't  want  to  bother 
with  coming  to  Oklahoma,  they  could  have  a  least  written  or 
called.  Morever,  DHS  and  OCMH's  policies  on  this  subject 
are  a  matter  of  public  record  which  could  have  been  procured 
and  reviewed  by  local  counsel,  Mr.  Fairbanks,  with  a  minimum 
of  effort. 

As  indicated  by  the  above  statement  issued  in  1985,  with  the 
accompanying  affidavit  of  Dr.  Smith,  your  conclusion  suffers  from 
the  inexcusable  lack  of  inquiry  and  investigation  by  your  office. 
Dr.  Smith,  one  of  many  hospital  service  chiefs,  was  an 
acquaintance  of  the  Surgeon  General  and  could  hardly  be  labeled  a 
"hospital     official"     by     virtue     of     his     service  position. 


ODviously,  no  further  communication  was  required  with  his 
acquaintance  since  appropriate  assurances  were  provided. 

8.      LAWSUIT  AND  INVESTIGATION.    The  excerpt  states: 


***  In  October,  1985,  th^*  American  Civil  Liberties 
Onion  and  the  National  Center  for  the  Medically 
Dependent  and  Disabled  (a  Legal  Services  Corporation 
funded  National  Support  Center)  filed  suit  against  a 
number  of  physicians  at  Oklahoma  Children's  M^TQorial 
Hospital  on  behalf  of  Sharon  Johnson  (Carlton 
Johnsons 's  mother),  Carlton  Johnson  himself,  the 
parents  of  another  child  with  disabilities  who  had  died 
after  alledgedly  being  denied  lifesaving  treatment  at 
Oklahofi«a  Children's  Memorial  Hospital,  the  Spina  Bifida 
Association  of  America,  anil  the  Association  for  Persons 
with  Severe  Handicaps.  15/ 


The  Director  of  this  Department,  Robert  Fulton  (also  a  former 
secretary  of  welfare  at  HEW)  personally  invited  Martin  H.  Gerry, 
an  attorney  for  the  National  Legal  Center  for  the  Medically 
Dependent  to  investigate  with  medical  e>iperts  in  the  summer  of 
1984.  No  response  or  even  the  slightest  inquiry  was  received  by 
Mr.  Gerry,  the  so-called  Natioi>al  Legal  Center,  or  the  ACLU  until 
James  Bopp,  Jr.,  acting  on  behalf  of  the  National  Lege.  ^Vl^^^ 
held  his  well-staged  press  conference  in  a  U.S.  Senate  office 
building  which  demanded  the  d*>partment  and  hospital  submit  to  a 
consent  order  or  otherwise  face  a  class  action  lawsuit.  Ther^  was 
no  independent  investigation  but  across  the  street  from  the  press 
conference  was  the  Unitei  States  Supreme  Court  which  was  then 
deciding  whether  or  not  to  grant  certiorari  on  th^  "Stoneybrook 
Case"  which  later  resulted  in  the  Bowen  decision.  Incidentally, 
more  than  half  of  the  lawsuit  has  been  dismissed  with  very  little 
discoveiry  accomplished. 

In  conclusion,  it  is  difficult  for  the  agency  and  hospital  to 
place  much  credence  in  your  report  based  upon  the  above  reasons. 
Thank  you  for  this  opportunity  to  respond. 


Very  truly  yours, 


Charles  L.  Waters 
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ATTESTATION 


STATE  OF  OKLAHOMA 


)  88: 


COUNTY  OP  QKLAHOl^IA 


1,  Frederick  B.  Aurin,  Jr.,  of  lawful  age,  being  first  duly 
sworn  upon  oathr  ctate: 

That  the  foregoing  letter  is  written  on  behalf  of  the 
Department  of  Human  Services  and  Children's  Hospital  of  Oklahoma 
(formerly  Oklahoma  Children's  Memori^^l  Hospital)  and  in  my 
capacity  as  Assistant  General  Coul^l. 


Frederick  B*  Aurin,  Jr.  1/ 
OBA#  379  ^ 
Assistant  General  Counsel 
Department  of  Human  Services 


Subscribed  and  sworn  to  before  me  this 


1988. 


My  Commission  Expires: 


7 


ERIC 


371 


COMMISSION 
FOR  HUMAN  SERVICES 


State  of  Oklahoma 
Department  r  f  Human  Services 

Sequoyah  Memorial  Office  Builiiini 

P.O.  Box  25352 
Oklahoma  City.  OUalioma  73125 

May  23,  1985 


ROBERT  FULTON 
Director  of  Huiain  Sendees 


Thonas  J.  Mfiorzen 
National  Legal  Center 

for  the  Medically  Dependent 

and  Disabled,  Lie. 
P.  0.  Ban  ^41069 
Indianapolis,  Indiana  k620k 

Dear  Mr.  !5arzen: 

This  ia  In  response  to  the  letter  of  Kay  8,  1985,  to  the 
unaer8iff>ed  and  several  other  Individual  addressees  from  your 
organlwitlcn  regarding  a  potential  laMSult,  Your  letter  relates  to 
conpUance  by  Cklahona  Children's  Meniorial  Hospital  (OGMH)  Vflth 
CJonstltutlonal  and  statutory  requirements  pertaining  to  llie 
handlc^ped. 

The  presentation  of  your  concerns  *  before  a  national  news  conference 
two  days  before  our  receipt  of  your  letter  end  vrlthout  the  courtesy 
of  giving  us  an  opportunity  to  respond  was  unorthodox  and 
unprofessional. 

Several  months  ago,  Robert  Rdtcai,  Director  of  tiie  Oklahana 
Department  of  Human  Services  (DHS)  and  one  of  the  addressees  of 
your  Ifey  8th  letter,  personally  Invited  Mr.  Martin  H.  Gerry,  one 
of  your  co-Kwmsel,  to  visit  OCMH,  bringing  whatever  medical  or 
legal  experts  he  cared  to  telng.  Mr.  Rilton  aissured  Mr.  Gerry 
that  the  visitors  would  be  allowed  to  interview  physicians  ar^ 
attalnlatrators,  observe  procedures  ar^  ask  any  questions  they 
thought  relevant  'to  the  care  of  severely  handicapped  Infants, 
tefortunately,  you  never  responded. 

In  view  of  your  behavior,  it  is  clear  tiiat  your  orgarAzation  is 
more  Interested  in  publicity  than  truth.  It  is  sad  liiat  you  have 
gained  this  publicity  by  vilifying  OCHH  —  or»  of  the  finest  child 
care  Institutions  in  this  nation. 

B»  lltlgatic«  you  aro  tlireatenlr^  Is  misguided  and  Inappropriate. 
No  diildren  are  "thriatened'*  ^wlth  lack  of  care  or  with  ln5)roper 
treatment  at  OMH.  Children  are  not  being  "allowed  to  dle«  as 
alleged  in  your  letter  nor  have  the  hospital  or  physiclar^s  engaged 
In  hmn  experirositatlon.  "Quality  of  Ufe"  or  "contributions" 
anticipated  from  home,  family  and/or  society  are  not  COTsidered  In 
detenninli5g  the  t^ype  of  treatment  to  provide  to  severely 
handicapped  infants.  An  affidavit  to  this  effect  signed  by  current 
staff  of  the  l^elcroeningocele  Clinic  at  OOffl  and  by  hospital 
adolnistrators  Is  enclosed. 


361 


ERiC 


372 


Thomas  J,  Marzen 
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May  23,  1985 


As  explained  in  the  enclosed  background  paper,  OCMH  is  In  tall 
con?)liance  vfith  all  federal  and  state  laws  on  the  matter  of  care  of 
severely  handicapped  infants.  In  addition,  OCHH  esUiblished  over  a 
year  ago  an  Infant  Care  Review  ConinlttjBe  conposed  of  physicians, 
nurses,  attorneys  and  representatives  of  the  lay  comnunlty.  The 
coGinlttee  reviews  medical  treatment  of  newborns  on  a  prospective 
and  retrospective  basis  for  the  very  purpose  of  assuring  that 
medical  treatment  is  provided  for  all  Infants  regardless  of 
handicap  or  anticipated  physical  ^  mental  lJi?)alrmentSi  OCWH  is  In 
complete  conpliance  with  all  of  the  so  called  "Baby  Doe" 
requirements, 

OOffl,  like  many  other  Institutions  carlr*g  for  children  with  spir^ 
bifida.  Is  today  achieving  a  nuch  hl^r  survival  rate  for  such 
children,  as  compared  with  the  exp(jrience  of  crly  a  few  years  ago 
because  of  Increased  knowledge  and  medical  advances.  Si)eclfically, 
25  newborn  chlldrai  with  spina  bifida  have  been  treated  at  OCMH 
since  January  1,  1983.  Of  the  25,  3  died  within  a  very  short  time 
after  birth  of  massive  cocpllcatlons  accoi!i)anylng  spina  bifida. 
Since  January  of  1984,  all  12  Infants  bom  with  spina  bifida  and 
treated  at  OCHH  have  survived.  The  hospital  has  been  able  to 
acconplish  these  excellent  results  throu^  the  use  of  surgery  and 
other  intensive  therapies  • 

We  carjiot,  of  course,  agree  to  the  proposed  consent  Judgnent 
forwarded  with  your  May  8th  letter.  The  proposed  agreecjent  would 
have  us  confirm "  allegat^^ons  that  are  simply  not  true.  Such  an 
agreement  Is  not  appropriate.  Children  treated  at  OCHH  are  safe; 
Indeed,  those  children  with  birth  defects  vdx)  are  bom  at  OCHH  or 
referred  there  frcra  elsewhere  receive  care  equivalent  to  that 
available  In  other  prominent  medical  Institutions  throu^ut  tiie 
nation. 

We  do,  hoir?ever,  renew  the  Invitation  extended  earlier  that  you  send 
a  team  of  medical  and  legal  experts  to  review  current  policies  and 
procedures  and  interview  physicians  with  respect  to  care  and 
treatment  of  severely  handicapped  Infants  at  OCMH.  We  believe  it 
would  be  appropriate  that  experts  chosen  by  you  be  Joined  by  a  few 
equally  expert  lndiv$Juals  chosen  by  us  so  that  there  will  be 
maximum  confidence  that  a  thorough,  unbiased  and  cwiclusive  review 
is  conpleted. 

The  enclosed  background  paper  sets  forth  relevant  information  ar-d 
conxnents  cn  allegatlcMis  contained  in  your  letter  of  May  8th  and  the 
proposed  consent  agreement  you  transmitted. 

Your  public  vilification  of  OCMH  when  it  in  fact  has  conplled  fully 
with  the  law  and  established  medical  standards  is  irresponsible. 
There  can  be  little  doubt  that  the  trust  and  cwifidence  that 
patients  and  tiieir  families  have  placed  In  the  hospital  have  been 
Jeopardized  by  your  defamatory  statements.  You  cpn  be  certain  that 
your  conduct  has  contributed  to  the  grief  and  surferlng  of  families 
already  seriously  o/erburdened  by  the  tragedy  of  spina  bifida. 


Thomas  J.  Varz&i 


May  23,  1985 


We  shall  await  vdth  Interest  fiu^her  cocmiunlcatlons  from  you,  yair 
associates:  and  your  clients.  Please  contact  Ro^er  Stuart, 
Assistant  General  Counsel  for  tee  Oclahpma  Departmnt  of  Human 
Services,  if  you  need  additional  Information  oe  wish  to  convey 
information  to  us« 


Sincerely, 


Departaent  (^.Kiman  Services 


AntcrJLo  Padllla,  Chief  Executive 
Officer,  Oklahoma  Teaching  Hospitals 


Owen  Rennert,  M.D.,  CSiief  of  Staff 
Oklahona  Children's  Manorial  Hospital 
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Additional  Background  Information  and  Responses  to 
Allegationa  Regarding  Care  of  Children  with  Spina 
Bifida  at  Oklehoraa  Children's  ^5emorial  Hospital 

Evolution  of  Federal  and  State.  Legislation  and  Regulations 

Legal  issues  relating  to  the  medical  treatment  of  <^ildren  bom  with  severe 
deformities  and  disabilities  have  only  rsc^tly  been  eddressed  by  the  c<Xirts 
ar.d  leglalatorso  Not  uitil  this  past  year  has  Gor-gress  acted  decisively  to 
address  the  Issues  of  the  so-called  »Baby  Doe"  situation,  ifowver,  before 
the  recent  federal  legislation  was  enacted  the  Oklahocrja  Depai-tment  of  Human 
Services  (DBS),  Oklahona  Teaching  Hospitals  (OIH)  a*^  0:Xahc^  Chi'idroi's 
Memorial  Hospital  (OCMH)  were  In  full  compliance  with  regulations  pronwlgated 
by  the  Federal  Department  of  Health  end  Human  Services  In  January,  198^}- 
Despite  the  fact  that  those  regulati^  have  been  h:jid  invelld  by  federal 
court  action,  CGKH  has  continued  to  jtrictly  conf/>ra  to  their  letter  and 
spirit. 

The  first  federal  regulatory  involvement  In  this  issue  began  y^en  the  United 
States  Department  of  Health  ar-d  Human  Service  issued  a  notice  cn  Ito  18, 
1982,  i«iich  Informed  affected  parties  of  that  Deportowrt-rt  view  that  Secti<»3 
50i»  of  the  Rehabilivaticn  Act  of  1973  applied  to  the  iredical  care  of 
handicapped  Infoits.  Biia  was  followed  by  the  publication  of  *Tjiterla  Pinal 
Rules"  on  March  7,  1983,  >*tiich  required  health  care  /pra/idera  receiving 
federal  financial  assistance  to  post  notices  throu^jout  their  Instituticns 
and  to  create  Infant  care  review  conmlttees.  BefN^re  coqpllance  could  be 
achieved,  ths  Interim  Pinal  Rules  were  declared  Invalid  on  April  Wth,  1983, 
39^^  D^^'  1^3)^  ^^^^  Aca3&my  of  Pediatrics  va.  Heckler  56I  ?•  Supp, 

Subsequently^  revised  federal  naies  were  iidtluted  in  January  of  IS&\.  Th^ 
Oklahoma  Department  of  Hunan  Services  and  Oclahona  CJ^lldren's  MemDriatl 
Hospital  Isiikidiately  lisplanented  the  requirements  and  reconmendationa  for 
voluntary  action  which  accoiDpanled  the  rules.  On  February  9,  1984,  the 
Infant  Care  Review  Cocnaittee  of  Oklahoma  Children's  Heiwriai  Hospital,  a 
voluntary  camdttee,  began  operating  In  the  ^Irlt  of  the  new  mles. 

The  January,  1981,  rules  were  set  aside  on  February  23,  19fm^  by  the  Federal 
Court  of  Appeals,  In  U.S.  v>  IMversity  Hospital.  Stg^-s  OhlversJty  of  New 

York  at  Stoncybrook.  m  KM  Ikk  (&A  &fn.^   In  spite  of  that 

decision,  c^j  mrcir^rth,  :98?l,  the  (Mclahoma  Hunan  Services  Coomlssion,  the 
governing  body  of  the  Departmait  ot  Human  Services  and  Oklahoma  Children's 
Menx)rlal  Hospital,  a¥>proved  an  amendment  to  the  Departu^.t'o  child  protective 
services  procedures  providing  for  Investigation  of  any  purported  denials  of 
treatment  of  children  In  hospitals  air^here  In  the  state.  On  the  same  dfeite, 
the  Comnission  gave  Initial  approval  to  a  statement  of  purposes  and  ooeratlr^ 
.  procedures  for  the  OCMH  Infant  Care  Review  Cootiiittee. 

Moreover,  Cklahcma's  legislature  took  two  separate  actions  in  this  area 
during  198^.  House  Bill  U33,  enacted  Into  law  on  April  10>  1984,  added 
denial  of  needed  medical  treatment  to  the  deflrJLtion  of  <Mld  r-eglec'u 
contalr^ta  Oklahoma's  statutes.  In  addition,  the  appropriatior-s  bill  f^r 
DHS  for  ,PY-1985  (House  Bi  1522),  contained  a  provision  directir-g  the 
Comnission  for  Ifeiman  Services  to  ImpleDent  policies  and  procedures  providing 
added  assurance  that  handicapped  children  receive  proper  treatment  at  OCMH. 
DHS  supported  both  of  theoe  measures. 


Thus,  In  aplte  of  the  Second  Circuit's  decision  repudiating  the  January, 
198^,  federal  regulations,  Oklahoma  chose  to  honor  the  letter  and  spirit  of 


those  iMlest  As  the  attachments  indicate,  these  actions  are  a  matter  of 
public  record* 

The  January,  1984,  Federal  wlea,  and  the  federal  statute  ^lacted  In  October, 
1984  (Public  Law  98-457)  were  the  result  of  a  oc«^^ensu3  reached  ly  medical 
organlzatior*8  and  disability  groups  some  of  which  are  now  represented  by  the 
authors  of  the  Ifey  8,  1985,  letter.  These  attorneys  and  their  clients  have 
totadly  and  irresponsibly  failed  to  revia«f  what  Oklahona  and  its  agencies 
have  done.  Moreover,  their  action  has  been  launched  despite  the  personal 
Invitation  to  make  an  on-site  review  of  OCMH  and  of  spina  bifida  patients 
extended  to  Martin  H.  Gerry,  Co-counsel  for  the  plaintiffs,  by  the  Director 
of  the  uclahcraa  Department  of  Human  Services,  Robert  PUlton.  (This 
Invitation  is  further  dlcussed  In  the  cover  letter.)  Instead  the  attorneys 
and  their  clients  have  decided  to  proceed  in  a  manner  which  defames  the  State 
of  Oklahoma  and  the  dedicated  physicians  end  staff  at  OOffl.  This 
grandstanding  has  Ignored  Oklahona*  s  good  faith  cocnpllance  with  proposed 
federal  statutes  and  regulatlOTS. 

In  additioii,  viille  the  Courts  have  unlfonnly  rejected  any  oonnectlOTS  between 
Section  504  of  the  Rehabilitation  Act  of  1973  and  the  treatment  of 
handic^«)ped  infants^  ths  May  8th  letter  maintains  ttwit  the  State  of  Oklahona 
is  violating  that  statute.  This  Is  slnpljf  not  the  case. 

Federal  District  Judge  Gerhard  Gesell  In  the  American  Academy  of  Pediatrics 
case  threw  out  the  original  federal  regulations  as  "arDltrary  and  capricious" 
and  stated  in  his  oplnlc»i  that  the  rules  failed  to  consider  many  hlg^ily 
relevant  factors  on  "one  of  ta>e  most  difficult  and  sensitive  medical  problems 
facing  our  society".   Judge  Qesell  further  pointed  out: 

Traditionally,  the  dlff icidt  decision 
of  vAien  to  withhold  Uf e-sustalnlng 
treatment  of  a  defective  newborn  has  been 
one  within  the  privacy  of  the  physician- 
patient  relationship,  without  Interference 
by  State  or  Ffederal  authorities. 

Yet,  the  May  8,  1985,  letter  attenpto  to  revive  rules  ifMch  were  twice  found 
invalid  by  Ftederal  Courts  and  ^piy  them  retroactively  to  tihe  1977  to  1982 
period. 

Congress  acted  decisively  with  respect  to  the  right  to  care  of  the 
handicapped  in  Public  Law  98-457  (enacted  October  9,  1984)  and  t:plementing 
regulations  made  final  on  April  15,  1985.  The  Department  of  ftiman  Services 
has  now  responded  with  dlllgwice  to  Insure  oorapliance  with  yet  another  set  of 
regulations.  However,  as  indicated,  Cklahcroa^s  oonpliance  with  stricter 
standards  was  achieved  long  before  the  federal  statute  was  enacted  and  the 
Inplementlng  rules  became  final,  and  more  than  a  year  before  the  May  8,  1985, 
grandstand  press  conference  in  Washington,  D.C. . 

OCm  Experience  in  Treating  Newborn  Children  with  Spina  Bifida 

To  support  allegatione  cc«talned  In  the  May  8,  1985,  letter,  rumerous 
references  are  made  to  an  article  written  by  !>:•.  Richard  Cross,  a  former 
faculty  ibenfcfir  of  the  University  of  Oklahoma,  >*ilch  was  published  In  the 
October,  19B3,  Issue  of  "Pediatrics"  Journal.     In  this  article  Dr.  Gross 
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retrospectively  describes  the  experiences  he  and  his  associates  had  with 
children  bom  with  spina  bifida  from  1977  to  1982.  The  authors  of  tlie  May 
8th  letter  attenpt  to  distort  Dr.  Gross'  article  by  alleging  that  te  selected 
treatmait  for  patients  througji  the  use  of  a  formula  and  that  such  a  practice 
also  represents  past  and  present  hospital  policies,  Ohose  allegations  are 
8lii3}ly  not  true. 

It  is  .Vrportant  to  pit  Dr.  Gross'  article  in  a  proper  perspective,  ihe 
article  did  not  report  on  an  "experiment",  a  research  study  nor  a  haspital 
policy.  Rather,  the  article  sln?>ly  reported  retrospectively  on  data 
collected  between  1977  and  1982  on  the  treatment  of  newborn  children  with 
spina  bifida. 

The  birth  of  a  dilld  with  nultiple  caigailtal  anccnaliea,  wltii  or  without  a 
poor  prognosis  for  survival,  la  obviously  a  traumatic  event  for  the  ftunlly. 
The  early  and  continuous  treatment  and  care  of  audi  dilldren  evokes,  for 
society  as  a  >rtK>le,  medical,  philosophical,  ettiical  and  theological 
con8iderati<»is.  Although  the  problem  of  birth  defects  Is  not  new,  dramatic 
advances  in  neonatal  care  make  it  possible  to  sustain  life  In  Infanta  who 
would  have  died  only  a  few  years  ago.  At  the  heart  of  this  matter  la.  aa 
Judge  OeaeU  noted,  "one  of  the  moat  difficult  and  aensltive  problems  facing 
our  society  ~  the  question  of  what  sort  of  life-sustaining  treatment.  If 
any,  should  be  utilized  to  preserve  the  lives  of  severely  mentally  or 
physically  defective  Infants". 

The  general  approach  to.  physician  -  family  interaction  described  In 
Dr.  Gross '  article  Is  coninon  with  many  types  of  serious  health  care  problems. 
Members  of  a  team  of  health  care  ixxjfessiaials  woriced  closely  with  each  other 
in  diagnosing  patients'  caiditions  and  in  presenting  medical  inforraaticm  to 
the  families  of  children  with  spina  bifida  in  order  that  the  families  could 
decide  the  nature  and  extent  of  medical  Interventiai.  This  same  approach  was 
recently  described  in  an  article  written  by  Fhysicians  at  Children's  Hospital 
of  Philadelphia  and  reported  in  "Pediatrics"  Journal  in  January  of  this  year. 
Those  physicians  describe  a  team  similar  to  the  one  at  OCMH  i*ilch  advised 
parents  with  respect  to  the  likely  result  of  surgical  intervention  so  that 
they  could  make  Informed  decisions  with  respect  to  their  diildren.  The  f&ct 
that  this  method  apparaitly  represents  that  Hospital 'a  present  approach, 
while  OOffl  currently  utilizes  a  review  procedure  o^ioraed  by  the  very 
organizaticms  attacking  OCMH,  makes  threats  of  a  lawsuit  even  more  puzzling. 

In  any  event,  vMle  it  Is  not  appropriate  for  OCMH  to  speak  for  Dr.  Gross,  he 
was  recently  contacted  in  order  to  discuss  issues  raised  \flth  respect  to  the 
October,  1983,  article.  Two  significant  facts  emerged  from  the  conversation. 
First,  none  of  the  attorneys  nor  their  clients  iHve  ever  spoken  with  or 
attempted  to  contact  Dr.  Gross  to  review  with  him  their  allegations  and 
assun9)tions.  Second,  had  they  done  so,  they  would  have  been  assured  that  the 
so-called  "^luality  of  life"  formula  was  never  a  part  of  the  team's  approach. 
Indeed,  Dr.  Gross  stated  that  he  was  unaware  of  the  fomwla  tntil  he  began 
writing  his  paper.  VMle  he  Included  the  formula  In  the  article  for 
illustrative  purposes,  it  was  never  j^jplied  to  children  within  his  care. 

-Moreover,  the  entire  thrust  of  the  approach  Dr.  Gross  described  was  to  allow 
parents  to  make  lrJ*ormed  decisions  wltli  respect  to  rot  ileal  treatment.    As  in 
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any  other  medical  situation,  it  was  necessary  to  relate  to  the  parents  the 
known  disabilities  and  prospects  of  life  for  the  children  with  and  without 
surgical  Intervention*  Therefore,  to  the  extent  that  factors  such  as 
hydrocephalus,  retardation,  loss  of  bladder  end  bowel  function,  ambulation, 
'  and  general  surMval  prognosis  were  Involved,  parents  were  given  such  facts 
for  the  sole  purpose  of  allowing  tiiera  to  nake  Informed  decisions  regarding 
treatments 

The  on  going  medical  and  societal  debate  in  this  country  regarding  the  extent 
of  pai*ental  vi^ts  on  this  sensitive  issue  have  not  yet  been  resolved. 
During  the  period  dealt  with  In  Dr.  Gross'  article,  and  In  fttct  since  the 
onset  of  modem  medicine,  decisions  with  regard  to  life-sustaining  treatment 
of  a  child  with  multiple  birth  effects  were  made  ^fithin  the  privacy  of  the 
physician-patient  relationship.  The  6i)proach  described  by  Dc.  Qcoas  was 
r^resentative  of  practices  across  ths  nation.  Only  recently  has  the 
government  attempted  to  establish  regulations  which  would  gDvem  decisions 
which  were  traditionally  left  to  the  family  with  advice  from  physicians  and 
often  clergy. 

Finally,  the  1977-1982  approach  was  not  an  "experlmait".  Neither  the 
Hospital  na^  physicians  have  In  the  past  or  present  performed  expertmaits  on 
theae  children.  Ho  that  end,  federal  and  state  regulations  regarding 
experimentation  have  always  been  rigorously  followed  at  OCHH. 

Alleged  Racial  Discrimination 

The  May  8tli  letter  asserts  that  treatment  provided  by  dr.  Gross  and  his 
colleagues  was  racially  motivated  and  had  the  net  result  of  discriminating 
against  Blacks  and  "Indians".  Apparently  this  allegation  Is  based  xxpan  the 
assuiptlon  that,  if  the  quality  of  life  forraula  were  used  in  making  nedical 
Judgiuents,  it  would  militate  against  medical  treatment  for  minorities.  As 
already  noted,  the  quality  of  life  fomila  refert^  to  Dr.  Gross  was  never 
applied  to  his  patl^its. 

However,  since  It  was  specifically  asserted  that  Blacks  and  "Indians" 
wer^  discriminated  against,  a  review  has  been  made  of  the  racial  composition 
of  the  children  with  spir-a  bifida  referred  to  In  Dr.  Gross*  paper.  The 
racial  coraposition  '•T  those  receiving  Imnedlate  surgical  Intervention,  sluints 
and  other  aggressive  therapies  Is  as  follows: 

Black         White         Hispanic         Native  American 

lOOJt  57%  83*  5555 

These  findings  hardly  support  the  assertion  that  Dr.  Gross  t.vi  his  associates 
engaged  In  racial  dlscriaination.  Indeed,  Dr.  Gross*  article  does  riOt 
indicate  thut  race  was  ever  a  criterion.  It  appears  that  Injection  of  the 
allegation  of  racial  discrimination  was  only  an  attempt  to  Inflame  omotlons. 
Interest  the  media  and  discredit  OCMH. 

Die  Provision  of  Medical  Treatment  after  Hospitalization 

The  Inplication  that  children  with  spina  bifida  are  or  have  been  placed  In 
taterlm  care  facilities  where  antibiotics  for  active  Infection  were 
purposefully  withheld  Is  Incorrect.    The  Children's  Shelter  referenced  In 


ERiC 


378 


Dr.  Gro38'  article  was  a  private  facility  which  ceased  operation  in  January. 
1984.  Ihe  placement  of  children  at  ttat  fticility  was  a  decision  mde  by  a 
parent  when  home  care  was  not  possiblb.  According  to  the  fcrroer  ifedical 
Director  of  Qiildren's  Shelter,  neither  the  Hospital  nor  physicians  directed 
that  antibiotics  to  control  active  Infections  'be  wltiiheld.  liideed,  dilldreii 
were  supplied  antibiotics  and  when  illness  presented  itself,  they  >^re  takai 
to  OCMH  for  appropriate  treatment.  With  respect  to  aedatives,  the  use  of 
such  medications  for  spina  bifida  patients  has  teen  highly  ci'ltici-  ed  In  the 
nedlcal  Uterature  because  of  problems  In  their  use  In  Euronean  countries. 
While  sedatives  were  not  normally  given  in  these  cases,  analgesics  were  used 
for  the  control  of  pain  according  to  the  forroer  Medical  Director  of 
Children's  Shelter. 


Involvement  of  U.S.  Surgeon  General  Koop 

When  the  attorneys  who  authored  the  May  8,  1985,  letter  were  asked  by  the 
news  media  whethsr  they  had  contacted  officials  at  EHS  or  OCMH  prior  to 
making  their  allegations,  they  reportedly  stated  that  OCMH  had  continuously 
rebuffed  attenpts  by  C.  E/erett  Koop,  Surgeon  Oeneral  of  the  U.S,  EUbilc 
Health  Service,  to  clarify  OCMH's  current  poslton  on  this  subject,  Tb  dhte. 
neither  the  Hospital  nor  the  Departmait  of  Human  Services  lave  been  contacted 
by  the  Sur^geon  General. 

Vfe'do  imderstand  that  Surgeon  General  Koop  ^e  infonnally  on  two  occasions 
vfith  an  acquaintance  at  OCMH,  Dr.  E.  Ide  anlth.  Chief  of  Pediatric  Surgery  ~- 
once  during  a  telephone  conversation  last  sunner  and  once  during  an 
incidental  meeting  at  a  medical  conference  in  the  ftill.  (See  attached 
^^i^*'  °"  occasions.  Dr.  anlth  assured  Koop  of  complete  compliance 
by  OCMH  with  the  federal  regulations  and  repudiated  any  allegation  that  OCMH 
physicians  used  a  selection  formula  to  determine  the  type  of  treatmoit  given 
to  the  newborn.  Dr.  Koop  suggested  to  Smith  that  OCMH  should  clear  the  air 
with  disability  groups  regarding  its  policies  and  Stalth  related  the 
Information  to  the  OTH  adninlstration.  At  Dr.  Roop's  request,  Dr»  anlth 
relayed  this  Information  as  ccralng  from  "good  authority".  (It  should  be 
noted  that  Rolton  had  by  this  time  extended  his  Invitatirai  to  Mr.  Gerry.) 

These  contacts  were  never  considered  by  Dr.  anlth  or  OCMH  to  be  more  than 
frlendZy  advice  and  certainly  were  never  caisidered  as  formal  requests  for 
rJ^^'^^^  °^  policies.  Had  Surgeon  Oeneral.  Koop  made  such  a  request, 
DriS  and  OCMH  would  have  been  eager  to  provide  him  with  Information  and 
assurances  with  respect  to  treatanent  of  children,  lb  extrapolate  from  casual 
conversations  between  professional  colleagues  that  OCMH  has  "rebuffed" 
requests  by  the  Surgeon  General  to  clarify  OCMH's  positxon  is  unfair  to 
Surgeon  General  Koop  as  well  as  the  Hospital. 

While  Surgeon  Gaieral  Koop  had  informal  contact  with  a  rasraber  of  the  medical 
staff  at  OCMH,  the  authors  of  tte  May  8th  letter  and  their  clients  made 
absolutely  no  effort  to  obtain  information  on  OCMH  policy  or  practice. 
Dr.  Koop's  *  JTormal  caitacts  do  not  excuse  their  ftiilure  to  nake  inquiry  at 
OCMH,  specially  in  light  of  the  Invitation  extended  to  Martin  Gerry.  If 
they  didn't  want  to  bother  with  coming  to  Oklahoma,  they  could  have  at  least 
written  or  called.  Morever,  EHS  and  OCMH's  policies  on  this  subject  are  a 
natter  of.  public  rst  rd  which  could  have  been  procured  and  revlwed  by  local 
counsel,  Mr.  Halrbanks,  with  a  mlnlnjura  of  effort. 

As  Indicated  In  the  cover  letter, 'EHS  and  OCMH  are  quite  prepared  to  mdergo 
a  full  review  by  outside  experts. 
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AFFIDAVIT 


STATE  OF  OKLAHOMA 

)ss, 

COUNTf  OF  .0^iil?2?i*) 

I,  E.  Ide  Smith,  H.D.,  eha  undersigned,  do  state  and  affirm  that  during 
2  recent  conversations  with  C.  Everett  Kocjj,  M.D.,  the  Surgaon  General  of  the 
United  States,  I  advised  Dr.  Koop  that  Oki^^hoisa  Children's  Memorial  Hospital 
was  in  compliance  with  the  Federal  Baby  Doe  regulations  with  an  active  Infant* 
Care  Review  Cwimittee.  I  further  advised  Or.  Koop  that  there  was  no  practice 
in  which  newborn  handicapped  children  were  selected  for  a  particular  treatment 
by  use  of  a  quality  of  life  formula  or  any  other  non-nedkal  considerations.  Our 
conversations  took  place,  first  by  phone  during  the  summer  of  1984  and,  second, 
"  -  during  an  incidental -meeting  at  a  medical  conference  in  Chicago  in  the  fall  of 
1984. 


E.  Ide  STiith,  H.D. 

Chief  of  Ped<atric  Surgery 

Oklahoma  Children's  Memorial  Hospital. 

Signed  and  sworn  before  me  thisP^    day  of  Hay,  1985. 


,  NOTARY  PUBII 
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A  F  F  t  D  A  V  !  T 


STATE  OF  OKUHOK/^  ) 

)ss. 

COWTT  or  OKLAHOMA  ) 

tte.  the  undersigned,  are  currentJy  nembers  of  the  Kyelostftnlngocele  Te«n 
or  the  Ad«fnf$tritfon  it  Oklihom:  Children's  Kenorlil  Kospltil.  The  purpose 
of  this  te««  Is  to  provide  i  «ultl-dlsclpHnary  approach  In  order  to  facllltatt 
and  provide  the  optloal  level  of  care  for  newborns  and  pennanant  follow-up  of 
■yelooenlngocele  patients.  As  part  of  this  approach  the  tean  assists  the  faolly 
with  understanding  and  preparing  for  the  consequences  of  this  condition.  The 
teaM  Is  always  available  for  any  type  of  consultation. 

8y  providing  this  approach,  the  Kytlc«enlngocele  Teas  Is  best  abie  to 
be  of  servlcf  to  the  family.  Unless  i  newborn  child  Is  so  profoundly  ill  that 
to  provide  treataent  would  only  prolong  the  act  of  dying,  then  the  full  spectrum 
of  Meolcal  treatment  is  aggressively  provided.  This  team  does  not  now  nor  to 
any  members'  knwr'edge  have  they  ever  made  iny  rtcofMndatlon  ty  i  family  on 
the  basis  of  a  quality  of  life  fonwla,  race,  economic  sUtus,  or  any  other 
non*e«dlcal  considerations. 


rtyelcMnlngocele  Team  Member 

Signed  and  sworn  before  me  thls-^Q  "3ay  of  Hay,  1985. 


PUBLIC 


,  mm 

Hy  conmlssion  ex^ires'Aprll  S;  Mi 
riytlcnentngocttt  Ttia  Htnltir 

Signed  and  sworn  beibre  me  thIsJb    dav  of  May,  1985. 


JT-^'^V"-^''^^^  .  ^  1  '  -Ti^  '  «OTARr  PUBLIC 
Hy  comlsslon  expl^s  AprflXl986 

William  F.  Bamci,  M.O. 
H/elo^nlngocele  Team  Mester 

SIgnad  ano  sworn  before  ne  this         day  of  May,  1985, 

KOTARr  PUBLIC 

Hy  comlsslon  expjres  Aprfl  5,  1986 

Hardetc  douszof^Si  M.O.   " 

Itr^Jocunlngecele  Team  Mea^r 

Signed  and  sworn  before  me  thls^^^day  of  Kay,  1985. 

•  NOTARr  PUBLIC 

co*«1s$1on  expim  April  5,  1986 
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ur*  ?ck,  PA-C 


JlYfitaieningocele  Tew  Meiibcr  ^ 
Sisntd  and  sworn  b«fort     thUQi2-^*y  "^5, 


My  Co«Ml$slor 


ion  expyts 


Rum  -  

H)el5aenlngocelt  Ttui  MtMbtr 
Signed  «nd  sworr  btfort  ■»  this  ^  L  diy  of  Kiy,  ISBS, 

S^V\^>--r^%"r^  ,  «OTARY  PUBLIC 

co«il$$1on  txpjrt$  Apri)  5t  1986 


Swin  M.  RtnRirt*  N.O* 
Chitf  of  SUff 
OKUhoM  Chlldrtfl*!  Hmrlal  HosplUl 

Signed  «nd  swrtt  btfort     thlsg^    day  ef  Hty,  1985. 

^g.,:  Ct^^J  yT^   ,  KOTARY  PUBLIC 

Hy  cotmUftlon  cjeglrts  April  5>  1986 


Ad!sIn1strator 

OUUhcflWi  Chndren's  Hcuorlal  HosplU) 

Signed  4nd  sworn  btfort  m  th^s^Q    day  of  Kiy.  1985, 


PUBLIC 


Antonfo   

Ch>?f  Extcutlvt  Officer 
OkUhotst  Ttichlng  HosplUls  ^ 

Signed  ana  $.*om  Ntfort  ne  thltp.")^  day  of  Kay.  1985. 

3^^yJ^Vi^^l  \  (^^  .  HOTARV  PUBLIC 

Hy  comlsslon  t^^irts  April  5,  1986 


371 


352 


-  7\ 

OKLAHOMA  CHILDREN'S  MEM3RIAL  HOSPITAL 
INEMfT  GARB  REVIZH  OGtHrriEE 


1.  KE243ERSHIP: 

Ttm  imbKwhip  of  thi«  caanittM  wiU  bm  sppoixM  by  tha  0Q«  Chief 
of  Staff  mi  ths  OIH.Dwwtivm  Chitf  of  SUff.  oht  cccrdttM  xoKtership 
will  Include,  at  a  ndnixxua,  the  fbllming: 

(1)  at  }MMt  ta#o  pt^aidans  ^  practice  pediatrice,  pediatric  surgery, 
or  li  eurgical  sxibepecialty  practice  aerving  prlaarily  pediatric 
patienta  and  who  are  raarbers  of  an  OIR  n^tral  staffs 

(2)  a  water  of  the  legal  professicn  (other  than  the  primary  OIR  legal 
counsel); 

(3)  a  hospital  adninistrator; 

(4)  a  practicing  pediatric  registered  nurse  (R.N.) ; 

(5)  a  doctoral  level  specialist  in  developmental  disabilities; 

(6)  a  represcitativa  of  the  lay  public* 

A  physician  ineniber  will  be  e^opointad  as  diainnan  by  the  chief  of  staff. 
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n.  Pl»£OSES: 


SttUitttd  to  a«d 
•pprovtd  br  tKt 
Govamliig  tody 


B»  purposes  o£  the  caonittee  will  be  the  folloMingj 
(A)   to  de^aop  and  inpleoent  standards,  policies,  and  procedures  for  the 
Oklahau  Teaching  HosplUls  to  assure  that  potentially  medically 
bencf icUl  treatments  and/or  nourlshnent  be  provided  for  all  Infants 
regardless  of  handicap  or  anticipated  physical  or  mental  Inpalniwits. 
These  standards  will  be  designed  to  respect  reasonable  mtdlcal 
Judgeaents  and  will  be  directed  by  the  principles  suted  In: 

(1)  45CER  84.55       Appendix  C  of  45CFR  Part  84  (published  in  the 
Federal  Register,  Jansary  12,  1984. 

(2)  House  Bill  No.  1133  (1984  Okla.  Sess.  Law  Serv.,  Ch.  120,  p.390) 
(West)(to  be  codified  as  10  O.S.  §1101)  and  Section  18,  House 
Bill  No.  1528  (effective  Jaly  1,  1984). 

(3)  '*Ihe  Principles  of  Treaticent  of  Disabled  Infants",  published  by 
the  American  Academy  of  Pediatrics  on  Noveober  29,  1983,  where 
not  incoosMtent  with  the  federal  and  state  provisions  above. 

(B)    to  provide  atergency  review  of  selected  cases  in  which  withdrawal  or 
withholding  of  Ufe-sustainlng  therapy  is  contatplated,  particularly 
those  cases  in  which  tbeir-^  is  ccncem  by  the  patie  Vs  caretakers  or 
parents  that  the  infant's  rights  to  care  are  in  jocpardy.  Sudi 
ansrgency  review  may  be  aougitt  on  a  24  hour  basis  at  the  request  of 
the  IOC  or  the  hospital  staff,  or  the  infant's  parent  or  guardian. 


(C)   to  review  regularly  end  retrospectively  records  involving 
withholding  or  withdrawal  of  therapy  ftxxn  infants  to  assure 
coipliance  with  the  established  standards  for  care. 
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in.  OGEMLS  OP  (XMCETIEE  FTSOION: 


(A)  Regular  tsMtings  will  be  held  at  a  nonthly  interval. 

(B)  A  <^iotm  will  be  (SetezBdned  by  attanSanoe  of  51%  of  the  iiwteraliip 
and  aust  incluik  at  least  2  physician  aaRfaers  in  attandanoe. 

(C)  A  najority  shall  consist  of  51%  of  the  maniaexship  peescnt  and 
voting. 

(D)  Eadi  ccninittws  nwber  will  designate  an  alternate,  who  will  be 
available  on  an  ad  hoc  basis  in  the  regular  na±er*s  abemoe. 

(E)  Emergency  Foseting  of  the  caaaittee  to  review  specific  cases  will  be 
ccnvc«d  by  the  dudsoan  as  needled,  within  24  hours  notice  to  ttw 
narbership. 

(F)  All  del^jeraticns  of  the  cosnittee  shall  be  kept  confidential,  and 
shall  be  released  to  govemamt  authorities  only  as  required  b^  law 
or  ocurt  order  or  after  clearance  by  tte  hospital's  legal  counsel. 

• 

(G)  All  guidelines  and  policies  of  the  ICSC  wiU  be  reviewed  by  the 
hospital's  legal  ccunsel  to  assure  ccnfozsiity  with  the  hospital's 
by-laws,  rules,  and  regulatiais. 

(H)  All  guidelii^  and  policies  nust  be  approved  by  the  respective 
hospital's  Chief  of  Staff  and  Executive  Ccnmittees,  by  the  QfZH 
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Gxacutiv*  Chief  of  Staff,  by  the  Di»ctor  of  the  Department  of  ttanan 
Service,  and  lay  the  governing  body  of  the  Department  of  Htnan 
Services. 

w.  GEWSM.  mxmis  Gowsamc  crsb  cp  we  severely  hmcicappbd  xnermt: 

(A)  Beneficial  medical  theraiy  for  a  life-threatening  condition  shall  be 
provides  for  all  infante  regardleaa  of  nantal  or  physical  handicap. 

(B)  rtm  deteaninaticn  of  "imSically  beneficial*  theraiy  ^1  be  made  on 
the  basis  of  a  total  evaluation  of  eadi  patient's  medical  status. 

(C)  /^ipropriate  care  shall  be  p'rovided  to  all  infanta  regardless  of 
fiTiancial  or  social  resources. 

(D)  All  infants  will  be  provided  with  waanth,  nourishnait,  and  roitine 
care. 

(E)  Medical  care  beyond  basic  nourishnant  and  sustenance  is  not  required 
for  cfying  infants. 

(F)  Patients  judged  to  be  dead  ("brain  dead")  by  currently  accepted 
medical  criteria  need  receive  no  further  medical  care. 

(G)  In  aU  instances,  parents  and  legal  guardians  of  all  Infants  must  be 
infonoed  of  their  infant's  condition  and  must  be  infotrwd  of  and 
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involved  in  all  decisions  concerning  the  appxcpriatesiiess  of  the 
withtolding  or  withdraeral  of  caxe  fxcm  the  infant. 

(H)  pacific  standards  fbr  the  care  of  specific  oondLitions  will  be  made 
consistent  vdth  the  principles  noted  abotve  in  II.A.,  and  after 
consultation  vdth  ^ropriate  medical  specialists  within  the 
hospital  and  after  review  of  the  ooUective  medical  knowledge  and 
ejqserienot  with  these  conditions. 


Apprcfvid  Infant  Care  Review  Cannittee 


March  15,  1S84 


Approved  by  Medical  Care  Coonlttee 
A^^roved      Executive  Cocrrnlttee 
Approved  by  Governing  Body 
Approved  by  Governing  Body 
AMENDMENT  approved  by  Governing  Body 


4/09/84 
4/30/84 


7/12/84(OCMH  Exec.  Omte.  Minutes) 


9/25/84 
12/04/84 


AHEST: 
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EXCERPT  FBOM  MINUTES: 

MEETING  OF  OKLAHOMA  GOtfllSSICN  FOR  HUMAN  SERVICES 
February  28,  1984 

ATTEST: 

(SEAL)  /  . 

Sharon  Sharp.  Secretary  to«Cociiaission 


RECULATtOWS  ON  HEALTH  CAUR  TOR  HMDICAPygD  INFANTS 

for  Mn.Wer.tlon  by  the  C«-il««lon.  It**  c  "»*  TJ^^'T'TV^  .pprove  the  three  procedure,  set  out  in  the  mtmor»nd*m  (• 
m9t  b€  In  effect  by  April  Hth. 

Co^la.loner  Gilbert  «ae  a  ^^tlon  to  approve  the  procedure,  a.  reco-ended  by  the  Director.  Co-is^ioner  Ward  seconded  the  -otlon.. 


Voting  aye:    CoMilaaioncra  Farha,  Purr,  Gilbert »  Hartley, 
Walters,  Ward,  Way,  Chalnaan  Barnea. 
Unanliaoualy  adopted. 


Choinaan  Barnea  then  receaned  the  meeting  for  a  abort  break. 


389 


1 


STATE  OF  OKUHOMA 
DEPARTMENT  OF  HUMAN  SERVICES 


To: 


C(»nmission  for  Human  Services 


Date: 


February  21,  1984 


From: 


Robert  Fulton 
Director 


Attention: 


Subject:  Federal  "^Baby  Doe" 
Regulations 


tn  Reply— Address  to 
Attention:  . 


Non-Discrimination  in  Programs 
and  Activities  Receiving  or 
Benefiting  from  Federal  Financial 
'AS8istance-*«Handicapped  Infants 
Effective  Date:    February  13,  1984 


The.  ^inal  Federal  rules  regarding  medical  treaiaaent  for  handi- 
cap^ id  infants  (also  knovm  as  the  "Baby  Doe"  regulations)  have 
recently  been  passed.    The  major  elements  of  the  final  rules 
are: 


1)  The  Federal  government  encourages  hospitals  to 
establish  review  procedures  regarding  life  and 
death  decisions  affecting  seriously  ill  newborns* 

2)  Informational  notices  regarding  the  legal  rights 

of  handicapped  infants  must  be  posted  in  hospitals. 

3)  State  child  protective  services  agencies  must  have 
established  procedures  for  applying  their  own  state 
laws  protecting  children  from  medical  neglect. 

4)  Interpretive  guidelines  require  that  health  care 
providers  not  withhold  nourishment  or  medically 
beneficial  treatment  from  the  handicapped  infant 
solely  on  the  basis  of  present  or  anticipated 
physical  or  mental  impairments.    However,  it 
does  not  interfere  with  reasonable  medical 
judgements  nor  require  provision  of  futile  treat- 
ment. 

5)  Guidelines  are  also  set  for  HHi?  investigations  of 
alleged  civil  rights  violations  relating  to  health 
care  for  handicapped  infants. 


State  child  protective  services  agencies  have  60  days  and 
hospitalo  have  30  days  within  which  to  establish  and  maintain 
methods  of  administration  and  procedures. 
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Federal  ••Baby  Dee"  Regulations 


-2-         February  21,  1984 


A  task  force  was  formed  to  set  Department's  policies  and 
procedures  to  be  approved  by  the  Commission.  Following 
are  the  three  major  procedures  which  will  need  Commission 
approval: 


a)  Infant  Care  Review  Committee; 

This  was  not  required  but  it  was  encouraged.  OTH 
will  follow  the  recommended  guidelines.    A  review 
cccnmitteer  headed  by  Doctor  Mary  Anne  McCaffree/ 
has  been  appointed.    When  a  case  is  reviewed  by 
this  Committee,  the  Protective  Services  Unit  of 
DHS  will  also  be  notified.    If  the  Protective 
Services  Unit  is  notified  first r  they  will  contact 
the  hospital  review  committee. 

b)  Posting  of  Informational  Notice; 

The  Federal  Government  has  sent  to  each  hospital 
receiving  Federal  funds  a  copy  of  the  final 

tions.    It  will  be  their  responsibility  to 
post  the  notices  as  outlined  in  the  regulations. 
The  Department  is  sending  to  each  hospital  the 
phone  number  of  the  DHS  county  office  to  which 
calls  of  alleged  child  abuse  or  neglect  should  be 
reported r  the  statewide  child  abuse  hotline 
number f  and  the  Federal  hotline  number  which  is 
already  listed  in  the  regulations.    The  DHS  Audit 
and  Review  Division  makes  a  yearly  inspection  for 
ccm\pliance  with  Federal  civil  rights  of  the 
handicapped  requirements  and  will  add  checking  of 
the  Baby  Doe  postings  to  its  inspections . 

c)  Responsibilities  of  DHS  for  Child  Protective 
Services! 

There  is  already  in  place  in  each  county  a  procedure 
for  receiving  of  reports  of  child'  abuse  as  required 
by  State  and'  Federal  Law.    This  added  responsibility 
will  be  handled  in  the  same  manner  as  all  other 
child  abuse  incidents  with  the  exception  that  as 
soon  as  a  possible  incident  is  reported  the  county 
staff  will  call  the  State  Office  Child  Abuse  Unit. 
It  will  be  "the  State  Office's  responsibility  to 
assure  that  the  Federal  Office  of  Civil  Rights  is 
notified  of  each  incidents    Written  policies  and 
procedures  will  be  issued  prior  to  the  deadline  date 
of  April  13 r  1984. 


Federal  "Baby  .Doe"  Regulations  -3-  February  ZX^  1904 


Fritz  Au;;ih  and  Deborah  Rothe  have  been  in  touch  v;ith 
Ms.  Elemii>r  Hadad  with  the  Office  of  Civil  Rights  in 
tile  HHS  Regional  Office  in  Dallas.    There  are 
questions  regarding  the  definition  of  "infant"  which 
she  plar^  to  clear  through  the  HHS  office  in 
Washin^^ton^    She  has  also  assured  the  Department 
that  they  (HHS)  have  been  responsible  for  notifying 
all  hospitals.    She  further  clarified  that  the  rules 
applied  only  to  hospitals  and  not  individual  doctors 
or  local  health  clinics. 


With  the  policies  and  procedures  described  above r  it  is  our 
opinion  DHS  will  be  able  to  make  an  assurance  to  HHS  that  all 
aspects  of  the  regulations  will  be  implemented. 


Thank  you  for  consideration  of  this  request. 
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EXCERPT  n»M  MINUIES: 

HEETING  OF  OKLAHOHA  OMIISSION  FOR  HUMAN  SERVICES 
March  27,  1984 

ATTEST: 


(S5AL) 


Snaron  Sharp,  Secretary  to  UGniDisslon 


^gmAnC3KS  ON  HEMJH  CAPE  gOR  HWPICAPPED  INFWTS 
handicapped  infants  (attached). 

C-«lBsioner  Way  made  a  notion  to  appro^  the  policies  ad  procedures  as  presented  bry  the  Director.  Ccmnlssloner  F.rha  seconded 
notion* 

Vbting  aye:   Oowdssioners  Patha,  Purr,  Gilbert,  Greer, 
Hartley,  Ward,  way,  Chaiaan  Barnes. 
UnaniMouBly  adopted. 


to 
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n«i     F«d«ral  "Baby  Dot"  Kegolitioni* 


Th«s«  procedures  will  bt  istutd  by  04-06-84  in  tht  protective 
Services  Ksndbook  end  in  corporeted  in  Henuel  Section  620  when 
it  is  reissued* 

CHILD  VELWUtt  Pm^CTOURE  -  ALL£G£p  H^ICAL  KEGLECT  OF  HAKDICAPPED  I!gANTS 

Every  report  alleging  denial  of  inedically  beneficial  treatn\ent  to  a  handicapped 
infant  shall  be  prouptly  invitstigated  &nd  preventive  services  offered. 

Referrals  will  generally  be  made  to  CWU  via  the  county  office  (as  in  the  case  of 
«»cst  other  abuse/neglect  referrals)  or  via  the  statewide  child  abuse  hot  line, 
^ese  phone  numbers  are  required  to  be  posted  by  the  medical  provider  along  with 
the  KKS  toll-free  number  (800-368-1019.) 

Khen  such  referrals  are  received,  the  county  office  shall  iamdiately  notify 
State  Office,  Child  Abuse  Section.    The  state  office  is  responsible  for  state- 
wide tracking  and  notifying  the  Federal  Office  of  Civil  Rights* 

Generally,  the  investigative  and  post-investigative  procedure  in  these  cases 
will  hm  the  same  as  in  other  investigations  of  reported  abuse/neglect*  'Hie 
investigation  shall  be  conducted  as  expeditiously  as  possible  and  the  Report 
To  Tne  District  Attorney,  CSU-;4-A,  submitted  promptly  as  usual. 

In  the  event  court  intervention  is  felt  to  be  warranted,  appropriate  steps  should 
be  taken  as  in  ether  abuse/neglect  cases.    However,  State  Office,  Child  Abuse 
Section  shall  also  be  inunediately  advised.    In  the  event  it  becomes  necessary  tc 
apprise  the  Off:.;*  cf  Civil  Rights  of  the  situation  prior  to  completion  of  the 
investigation,  t'r.is  shall  be  the  re«?cnsibility  of  the  State  Office. 

Although  it  is  retognized  that  protective  ser'.'ices  workers  do  not  usually  have 
the  nedical  expertise  necessary  to  n*:<e  i  deterr.ir.ation  regarding  appropriate 
medical  care,  it  is  also  recognized  that  the  workers  do  have  the  necessary 
kncvledge  and  skill  tc  investigate  ar.d  draw  a  tcr.clusion  based  cr.  interviews 
with  and  statements  taken  from*  :^alif led  r.edic&l  care  providers. 

In  many  hospitals,  Infant  Care  Review  Ccrr.ittee  'ICRC)  will  be  established 
for  the  purpose  cf  reviewing  the  care  provided  tc  critically     -.1  handicapped 
infants.*  rne  est&blishnent  of  the  ICr.C  is  a  recoirrendation  rather  than  a 
requirement,  hcwe""er.    t-n>ere  there  is  an    :CRC.  th€  protective  servicei  worker 
shall  consult  with  the  ICRC  as  a  parr- of  the  investigation.    In  situations 
where  there  is  net  an  ICRC,  other  app-Or-ii-*  neiizal  personnel  shall  be 
inter/iewed. 

Generally,  the  investigation  shall  include  int^. .lewing  the  lomtlaintant? 
the  parents;  obtaining  the  infant's  diagnosis,  prognosis,  t>'nd  recommended 
course  of  treatment  from  the  attending  physician:  and  intervieving  either 
an  ICRC  representative  and/or  other  medical  personnel  as  appropriate  to 
th3  individual  case. 


Appendix  £ 

Federal  Affected  Agency  Answers 


D^PARTMENTOFHEi.JTKfc  HUMAN  SERVICES  Olllc*  o(  IntpKtor  0«>oral 

I 

V^jy  Wtthlnfiton,  O.C.  20201 


OCT  I  2  1288 


Hr.  WllllaM  J.  Howard 

GttMral  Counsal 

United  States  CoBaisslon 

on  Civil  Iti^ts 
1121  ViipK>nt  Avanue,  N.H. 
Washington^  D.C.  20425 

Dear  Mr.  Howard: 

We  have  received  your  letter  of  Septembor  20,  1988,  with 
portions  of  the  draft  report  on  sedical  diecriaination 
against  handicapped  infants  prepared  by  the  U.S.  Comiission 
on  Civil  Rights.    Based  on  oMt  review  of  the  draft  chapters, 
it  appears  that  you  have  misinterpreted  the  purpose  and 
intent  of  the  Office  of  Inspector  General  (OIG)  inspection  on 
the  baby  doe  program.    Our  cossents  are  as  follows: 

Chapter  12,  The  Role  and  Performance  of  the  Federal 
Government 

o      Your  sta  rsient^  on  page  two  that  the  OIG  study  was 

conducted  **in  response  to  the  requirement  of  the  Child 
Abuse  Amendments...**  is  inco:^ect.    The  study  was 
coiv*ucted  in  response  to  a  request  from  tl;ie  U.S.  Surgeon 
Geneiral  and  the  Office  of  Human  Development  Services, 
Administration  for  Children,  Youth  and  Families. 

o      Also,  your  statement  on  page  two  that  Inspector  General 
personnel  did  not  understand  the  reqpiirements  of  the 
child  abuse  amendments  and  did  not  make  appropriate 
inquiries  to  determine  whether  they  are  being  carried 
out,  indicates  your  lack  of  understanding  of  the  purpose 
and  intent  of  our  study,    our  next  comment  reinforces 
this  point. 

o      on  page  three,  you  state  that  the  OIG  failed  to  review 
the  facts  in  unreported)  cases  considered  by  hospital 
infant  care  review  committees.    The  purpose  of  our 
hospital  visits  was  to  determine  how  hospital  committees 
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Page  2  -  Mr.  Williaa  J.  Howard 


ar^  structured  and  functioning  to  deal  with  potential 
baby  doe  situations.    It  vavx  n^tver  our  intent  to  review 
individual  case  files.    As  you  know,  while  the 
Depak^;:aent  of  Health  and  Human  Services  did  publish 
Bodel  guidelines  for  infant  care  review  connittees, 
tliere  is  no  Federal  recjuiresent  regarding  the 
estaBlishaent,  structure  or  functioning  of  such 
comittees  in  hospitals. 

o      Your  statement  on  page  four  about  our  description  of 
the  infant  bioethical  review  conittees  at  four 
affiliated  hospitals  in  New  York  is  aisleading.  The 
purpose  of  this  portion  of  the  repoirt  was  siiuply  to 
serve  as  a  reference  to  other  hospitals  considering  the 
establishJient  of  similar  conmittees. 

Chapter  10.  child  Protective  gervice  Agencies 

o       Your  statements  on  pages  12  and  16  regarding  the 

**official**  nature  of  comments  from  respondents  fron 
State  Child  Protective  Smrvicm  (CPS)  agencies  are 
incorrect.    The  comments  made  by  respondents  in  this 
study  were  the  personal  opinions  of  professional  staff 
familiar  with  the  baby  dom  program  and  how  it  fits  into 
the  State's  entire  range  of  child  protective  services. 
They  did  not  represent  the  **official  and  public 
posit ion*<  of  State  CPS  agencies. 

We  appreciate  the  opportunity  to  comment.  If  your  staff  have 
questions,  they  may  contact  Ta  Zitans  at  2<5-2456. 


Sincerely  yours, 


Richard  P.  Kusserow 
Inspector  General 


U.S.  Departmv.it  of  Justice 


Civil  Rights  Division 


Qffkt  cftkf  Amkmt  Attorney  Ctnef^ 


^biitOH.D.C20SS0 


OCT  2  6  1988 


William      Howard^  Esquire 

Genaral  Counsel 

United  Statts  Comiiasion  On 

CivJJL  Rights 
112i  Vareont  Avenue^  N.K» 
Washington,  D.C*  20425 

Dear  Mr*  Kovard: 

I  have  reviewed  the  Septestber  19,  1988 ,  draft  report  of  the 
united  States  Comiission  on  Civil  Icights  on  medical  discrimi- 
nation against  handicapped  infants.    The  description  of  the 
activitiem  of  the  Civil  Rights  Division  with  respect  to  the 
matter*  dismissed  in  the  report  appears  accurate.    I  would  note, 
however^  that  in  1983  the  Department  of  Health  and  Human 
services  referred  a  matter  to  the  Division  involving  possible 
discrimination  against  a  newly  bom  handicapped  intent  at  a 
hospital  in  Stoneybroolc,  New  York.    We  sought  to  obtain  certain 
medical  records,  but  were  blocked  in  our  efforts  by  a  federal 
district  court  in  New  York.    If  you  believe  information  relating 
to  the  Stoneybrook  situation  would  be  useful  to  include  in  your 
report,  I.  will  have  the  appropriate  records  retrieved  and  provide 
you  with  whatever  details  you  need. 

If  I  can  be  of  any  further  assistance,  please  feel  free  to 
[\  contact  me. 


Sincerely, 


Assictant  Attorney  General 
Civil  Righto  Division 
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DEPARTMENT  OF  HEALTH  &  HUMAN  SERVICES 


Office  of 

Human  Development  Services 


3  \  m 


Assistant  Secretary 
Washington  DC  20201 


William  J.  Howard 

General  Counsel 

United  States  Commission 

on  Civil  Rights 
1121  Vermont  Avenue,  N.  W, 
Washington,  D.C.  20425 

Dear  Mr.  Howard: 

I  am  writing  in  response  to  your, request  for  >pomEent  on  Chapter 
Ten  of  the  Draft  Report  of  the  U.S.  Civil  Rights  Commission, 
entitled  "Child  Protective  Services  Agencies  and  Their  Enforcement 
of  the  Child  Abuse  Amendments  of  1984."    This  chapter  concerns 
State  implementation  of  the  provisions  of  the  1984  amendments  to 
Public  Law  100-2""94  concerning  medical  neglect  of  handicapped 
infants. 

We  are  extremely  concerned  about  your  findings  which  indicate  that 
a  numbar  of  State  Child  Protective  Service  (CPS)  -agencies  may  fail 
to  meet  the  requirements  for  Federal  funding  as  provided  for  in  45 
CFR  1340.15,  and  your  statement  that  the  Department  of  Health  and 
Human  Services  has  incorrectly  certified  them  as  eligible.  The 
issues  you  raise  are  indeed  serious. 

Your  report  also  makes  clear  that  in  addition,  to  the  possible 
deficiencies  of  specific  State  programs,  there  are  larger  societal 
attitudes  and  practices  which  may  complicate  the  fulfillment  of 
Congressional  intent  in  thia  matter.    These  include  the 
ambivalence  of  some  CPS  agency  staff  about  whether  the  withholding 
of  medically  indicated  treatment  from,  disabled  infants  with 
life-threatening  conditions  is  appropriately  a  CPS  responsibility; 
the  possible  ambivalence  on  the  part  of  some  social  work  and 
medical  professionals  about  whether  this  rightfully  should  be  a 
decision  made  by  a  child's  parents  with  advice  from  a  physician; 
and  as  also  noted  in  the  report,  societal  attitudes  which  often 
view  disabled  children  as  a  burden  to  their  parents  and 
communities. 
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In  1985,  when  the  first  grants  were  awarded  to  protect  infants 
from  medical  neglect,  the  Department  followed  the  procedures  set 
forth  in  Section  45  1340.15  of  the  Code  of  Federal  Regulations  for 
certifying  the  eligibility  of  States  to  receive  funds.  This 
involved  the  review  of  State  statutes,  programs,  policies  and 
procedures  for  compliance  with  the  requirements  of  the 
legislation.     Each  year  following  1985,  States  have  been  asked  to 
submit  any  changes  in  any  of  these  documents  and  to  certify  that 
they  remain  erligible.    Each  year  the  Regional  Administrators  of 
the  Office  of  Human  Development  Services,  working  with  other 
regional  office  staff  and  the  regional  counsel,  have  had  the 
responsibility  for  reviewing  the  materials  submitted  by  the  States 
and  forwarding  to  the  Commissioner  of  the  Administration  for 
Children,  Youth  and  Families  their  opinion  as  to  whether  the 
States  are  in  compliance.    Funds  are  awarded  by  t'-ie  regional 
offices  to  those  States  that  are  in  compliance  based  on  that 
verification.     In  any  instance  of  denial,  the  Assistant  Secretary 
Eakes  the  final  determination  of  ineligibility.    So  far  as  we 
know,  only  States  in  compliance  have  been  funded. 

Because  of  the  information  compiled  in  your  report,  we  will  take 
two  actions.     First,  we  will  convene  a  staff  workgroup  in  the 
Office 'of  Human  Development  Services,  which  includes  the 
Administration  for  Children,  Youth  and  Families  and  the 
Administration  on  Developmental  Disabilities.  These  agencies  have 
a  particular  interest,  responsibility  and  expertise  in  this 
subject.    This  group  will  review  our  current  policies  and 
instructions  to  determine  if  there. are  ways  in  which  we  can 
improve  the  administration  of  the  Federal  program  and  the  use  of 
Federal  funds  to  accomplish  its  purposes.    As  part  of  this  effort 
we  will  consult  with  selected  States,  individuals  and 
organizations  outside  the  government  who  have  a  particular 
interest  or  expertise.    We  especially  would  seek  advice  on  how  we 
can  help  States  encourage  and  strengthen  information,  education 
and  training  programs  so  that  all  appropriate  cases  of  medical 
neglect  are  identified  and  services  provided. 

These  efforts  may  assist  us  in  obtaining  more  accurate  data  about 
the  actual  number  of  cases  of  medical  neglect  of  handicapped 
infants,  and  developing  strategies  for  more  effectively  *5erving 
this  population. 

Second,  we  will  review  the  eligibility  of  each  State  cited  in  your 
report,  paying  special  attention  to  those  areas  of  concern  that 
you  have  identified. 
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Our  efforts  will  be  facilitated  if  we  can  jeview  the  complete 
draft  of  your  report  and  all  supporting  documentation  of  your 
findings,  including  reference  materials  such  as  citations  from 
-State  laws,  regulations,  nazals  and  protocols.    We  will 
appreciate  youi:  sharing  this  addUional  information  with  us. 

Please  be  assured  of  our  commitment  to  ensure  that  all  States 
which  receive  child  abuse  State  grants  meet  all  of  the 
requirements  of  Federal  law  and  regulations. 


Sincerely, 


Huafen  Dev^opment  Services 
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In  re  Mant  Dec 


Declaratory  Judgment  in  the 
Infant  Doe  Case 

In  the  Circuit  Court  of  the  County  of  Monroe 
State  of  Indiana 

In.the  Matter  of  the  Treatment 

and  Care  of  Infant  Doe  Cause  Na  GU  8204-004A 

Declaratory  Judgment 

This  matter  came  to  be  heard  by  the  Court  under  certain  extraor- 
dinary conditions  concerning  the  emergency  care  and  treatment  of  a 
minor  child  born  at  the  Bloomington  Hospital. 

The  Court  was  contacted  at  his  residence  by  representatives  of 
the  Bloomington  Hospital.  On  the  basis  of  representations  made  by 
those  representatives,  the  Court  quickly  determined  that  an  extreme 
emergency  existed. 

The  Cpurt  further  determined  that  the  Judge  of  the  Monroe 
Circuit  Court  had  been  contacted  concerning  this  matter  and  was 
unable  to  attend  the  emergency  hearing,  and  the  Court  personally 
contacted  the  judge  of  the  Monroe  Circuit  Court  who  directed  this 
Court  to  proceed  with-hearing.  Thereafter^  hearing  was  held  on  the 
Sixth  Floor  of  the  Bloromington  Hospital  et  approximately  10:30  P.M., 
Saturday,  the  10th  di^  of  April,  1982. 

The  following^persons  were  present:  John  Doe,  natural  father  of 
Infant  Doe,  with  counseJ, Andrew  C.  Mailer,  Esquire;  Maggie  Keller, 
Gene  Perry,  Ad^ninistrativ^  Vice-Presidents  of  Bloomington  Hospital; 
Dr.  Walter  L.  Owens,  Dn  V/?ll;  ^m  R.  Anderson,  Dr.  Brandt  L.  Lu^^  w, 
obstetricians  admiitedHo  practice  in  the  State  of  Indiana  with 
leges  at  Bloomington  Hospital,  Doctor  Owens  being  the  obstetrician  in 
attendance  at  deliveryvat  Infant  Doe;  Dr.  Paul  J.  Wenzler,  family  prac- 
titioner with  pediatric  privilege  at  Bloomington  Hospital  and  who  has 
attended  to  Mr.  and  Mrs.  Doe's  othfer  two  children  after  their  birth;  Dr. 
James  J.  Schaiffer  and  Dr.  James  J.  Laughlin,  pediatricians  holding 
pediatric  privileges  at  Bloomington  Hospital.  (Mrs.  Doe  was  physically 
unable  to  attend.) 
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The  Court  thereafter  heard  evidence.  Doctor  Owens  spoke  for 
and  on  behalf  of  the  obstetric  group  that  delivered  the  Infant  Doe, 
advising  the  Court  that  at. approximately  8:19  p.m.  on  the  evening  of 
April  9,  Infant  Doe  was  born  to  Mary  Doe  in  an  uneventful  delivery, 
but  that  shortly  thereafter  it  was  very  apparent  that  the  child  suffered 
from  Dov/n's  syndrome,  with  the  further  complication  of  trac- 
hioesophageal  fi3lula,.meaning  the  passage  from  the  mouth  to  the 
stoniad)  had  not  appropriately  developed  and,  in  fact,  were  the  child 
to  be.fed  orally,  substances  would  be  taken  into  the  lungs  and  the  child 
most  Klttly  would  iuffocate^ 

IXv:tor  Owens  further  stated  that  he  had  been  previously  ad- 
visGu  iait  Doctor  Wenzler  would  serve  as. practitioner  for  Infant  Doe 
and  thaVhe  was  further  advised  that  Doctor  Wenzler,  when  faced  with 
extraordinary  cases,  routinely  consulted  with  Doctor  Schaffer.  Doctor 
Schaffer  was  at  the  Bloomington  Hospital  at  that  time  and  was  called 
by  Doctor  Owens  and  was  requi^t^  to  examine  the  baby  Doctor 
Wenzler  was  notified.  Doctors  Oweris,  Schaffer  and  Wenzler  con- 
sulted; Doctors  Wenzler  and  Schaffer  indicated  that  the  proper  treat- 
ment for  Infant  Doe  was  his  immediate  transfer  to  Riley  Hospital 
for^rrective  surgery.  Doctor  Owens,  representing  the  concurring 
opinions  of  himself.  Doctors  Anderson.and  Ludlow,  recommended 
that  the  child  remain  at  Bloomington  Hospital  with  full  knowledge 
that  surgery  to  correct  trachioesophageal  fistula  was  not  possible  at 
Bloomington  Hospital  and  that  within  a  short  period  of  time  the 
child  would  succumb  due  to  inability  to  receive  nutriment  and/or 
pneumonia. 

His  recomniended  course  of  treatment  consisted  of  basic  tech- 
niques administered  to  aid  in  keeping  the  child  comfortable  and  free  of 
pain.Doctor  Owens  testified  that,  even  if  surgery  were  successful,  the 
possibility  of  a  minimally  adequate  quality  of  life  was  non-existent  due 
to  the  chf  Id's  severe  and  irreversible  mentaf,::elardation. 

Doctor  Schaffer  testified  that  Doctor  Owens'  prognosis  regarding 
the  child's  mental  retardation  was  correct,  but  that  he  believed  the  only 
acceptable  course  of  medical  treatment  was  transfer  to  Riley  Hospital 
in  Indianapolis  for  repair  of  trachioesophageal  fistula. 

Doctor  W?nzler  concurred  in  Doctor  Schafferfe  proposed  treat- 
ment. Doctor  Laughlin  testified  that  he  concurred  in  the  opinions  v.-' 
Doctors  Schaffer  and  Wenzlei>  and  he  differed  with  Doctor  Owens' 
opinion  in  that  he  knew  of  at  least  three  instances  in  his  practice  where 
a  child  suffering  from  Down's  syndrome  had  a  reasonable  quality 
of  life.  However,  he  related  no  knowledge  of  treatment  of  children 
with  co-existent  maladies  of  Down's  syndrome  and  trachioesophageal 
fistula. 
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Doctor  Owens  testified  that  he  presented  Mr.  and  Mrs.  Doe  with 
the  two  recommended  courses  of  treatment  and  requested  that  they 
come  to  a  decision.  Doctor  Owens  understood  that  Doctors  Schaffer 
and  Weruder  also  discussed  their  recommendations  with  Me  and  Mrs. 
Doe. 

Mn  Doe  testified  that  he  had  been  a  licensed  public  school 
teacher  for  over  seven  years  and  had  on  occasion  worked  closely  with 
handicapped  children  and  children  wdlh  Down's  syndrome  and  that 
he  an. i  his  wife  felt  that  a  minimally  acceptable  queility  of  life  was  never 
present  for  a  /rhild  suffering  from  such  a  condition.  Mt  Doe  was  lucid 
and  able  to  make  an  intelligent,  informed  decision. 

Mr  Doe  testified  that,  after  consulting  wiCh  Doctors  Owens, 
Schaffer,  Vfenzlerand  Laughlin,  he  and  his  wife  have  determined  that 
it  is  in  the  best  interest  of  the  Infant  Doe  and  the  two  children  who  are 
at  home  and  their  mily  entity  as  a  whole,  that  the  course  of  treatment 
prescribed  by  Doctor  Owens  should  be  followed,  and  at  appro?dmately 
2:45  P.M.,  he  and  his  v^fe,  in  the  presence  of  each  ether  and  witnesses, 
signed  a  statement  directing  Doctor  Owens  to  proceed  with  treatment 
of  the  infant,  the  content  of  said  statement,  omitting  names  and  dales, 
is  as  follows: 

The  undersigned  being  the  parents  of  Infant  /  born 

 ,  at  Bloom inglon  Hospital,  have  had  explained  to  them 

and  they  acknowledge  that  they  understand,  the  course  of  this 
treatment  for  Infant  as  indicated  appropriate  for  In- 
fant  by  Doctors  Waller  L.  Owens,  James  J.  Laughlin, 

James  J.  Schaffer  and  F&ul  J.  Wenzler. 

Acknowledging  their  understanding  and  the  consequences  of  all 
of  the  above  proposaU  made  by  all  of  the  above  four  physicians, 
that  they  direct  that  the  course  of  treatment  shall  proceed  as 
directed  by  Dr.  Waller  Owens,  M.D.,  who  does  not  have  privilege 
to  practice  pediatrics  at  Bloominglon  Hospital. 

Mt  Len  E.  Bunger,  on  behalf  of  Bloomington  Hospital,  made  a 
statement  that  it  was  the  hospital's  primary  function  to  reduce  nlo^ 
bidity  and  mortality  and  that  the  hospital  did  not  have  the  knowledge 
or  the  authority  to  make  diagnoses  or  to  prescribe  treatment  and,  for 
that  reason,  had  requested  the  Court  to  make  a  ruling  in  this  matter. 

The  Court,  having  heard  evidence,  recesses  and  thereafter  dete^ 
mines  as  follows: 

1.  All  qualified  persons  available  to  present  evidence  in  this 
matter  were  presint  and  thus  appointment  of  'i.  guardian  ad 
litem  for  Infant  Hoe  was  not  required  to  proceed  further  in  this 
hearing. 
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2.  The  Court  appeared  solely  as  a  representative  of  the  State  of 
Indiana  and  the  laws  of  the  State  of  Indiana  require  that  the 
parents  be  sufficiently  informed,  as  they  are  in  this  instance, 
and  any  personal  feelings  of  the  Court  should  not  intervene. 

Issue 

Do  Mn  and  Mrs.  Doe,  as  the  natural  parents  of  Infant  Doe  h^ve 
the  right,  after  beingfully  informed  of  the  consequences,  to  deter^nine 
the  appropriate  course  of  treatment  for  their  minor  child? 

Conclusion 

It  is  the  opinion  of  this  Court  that  Mn  and  Mrs.  Doe,  after  having 
been  fully  informed  of  the  opinions  of  two  sets  of  physicians,  have  the 
right  to  choose  a  medically  recommended  course  of  treatment  for  their 
child  in  the  present  circumstances. 

Older 

The  Court,  being  sufficiently  advised,  now  directs  the  Bloom- 
ington  Hospital  to  allow  treatment  prescribed  by  Dn  Vfalter  Owens,  as 
dire^t5d  by  the  natural  parents,  Ivlt  and  Mrs.  Doe,  for  the  Infant  Doe. 

The  Court  further  directs  that  the  Qerk  of  this  Court  assign  a 
cause  number  and  enter  this  cause  upon  the  guardianship  docket  and 
fee  book  of  this  Court* 

The  Court  further  appoints  the  Monroe  Countjf  Department  of 
Public  Welfare  as  guardian  ad  litem  for  the  Infant  Doa  to  determine 
whether  the  judgment  of  this  Court  should  be  appealed. 

Dated  this  12th  day  of  April,  1982* 

John  G.Baker 

Judge,  Monroe  Superior  Court 

Division  HI,  and  as 

Special  Judge,  Monroe  Circuit  Court 
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DEPARTUENTOFHEALTHA.  i 
HUMAN  SERVICES 

Offtet  Of  th«  SecftUry 

4$CFnPartM 

NondtocrMnAtion  on  ttM  Bttis  of 
HMdtotm  ProcMfcirts  and  GukMnas 
||#Mng  to  HMlth  Caf«  f  or 
Handicapptd  Infants 

AOtNCY:  Office  of  the  Secretary,  HHS. 
ACTOH;  Final  rules.  

tUMMAHY:  These  sre  final  nilet  on 
procedures  and  guidelines  relating  to 
nondiscrimination  on  the  basit  of 
handicap  in  connection  with  health  care 
tot  handicapped  infanta.  These  rulet  are 
issued  ui^^   Tie  authority  of  section  504 
of  the  kt^  «i]t«tion  Act  of  1073.  which 
prohibitr  disa'iniii^ation  on  the  batit  of 
.kaiuiiaiiPinKbgrai^  and  activities 
receiving  Federal  financial  asslttance. 
amcnvt  oats:  February  13, 1964. 

roil  nmTHafI  WPOMiATION  CONTACT. 

Susan  Shaloub,  Office  for  Qvil  Rights, 
Departinent  of  Health  and  Human 
Services,  330  Independence  Avenue, 
SW.,  Room  5514.  Wathlngtocu  D.C 
20201;  telephone  (202)  245-6585.  TDD 
No.  (202)  472-2910. 
aiA^ftaMOCTAIIV  HiFOftMATION: 
LSynopds 

These  rules  are  the  product  of  a 
careful  analysis  of  nearly  17.000 
comments  lubmitted  to  the  Department 
during  the  comment  period  provided  bv 
the  proposed  rules  ox  July  5, 1963.  On  the 
basis  of  this  analysis,  the  Department 
has  made  significant  modifications  to 
the  proposed  rules.  These  modifications 
are  designed  to  establish  a  framework 
under  which  the  substantial  controversy 
that  has  attended  the  Department'a 
efforts  to  strengthen  enforcement  of 
section  504  in  this  area  can  be  replaced 
by  a  more  cooperative  effort  involving 
the  Federal  Government  the  medical 
community,  private  advocacy  groups 
and  state  governments. 

These  final  rules  continue  the 
Department'a  efforts  to  put  in  place  an 
effective  mechanism  for  enforcing 
section  604  in  connection  with  health 
care  for  handicapped  infants. 

But  they  also  iniliate  new  efforts  to 
make  unnecessary  the  use  of  those 
Federal  enforcement  mechanisms  by 
encouraging  hospitals  to  establish 
policies  and  procedures  to  implement 


the  principle  that  treatment  decisions  for 
handicapped  infants  be  based  on 
reasonable  medical  {udgmcnts,  and 
medically  beneficial  treatment  not  be 
withheld  solely  on  the  basis  of  an 


infant's  present  or  anticipated  mental  or 
physical  impairments. 

In  seeking  to  forge  a  cooperative 
approach,  tne  Department  Is  encoruaged 
by  the  recent  development  of  ''Principles 
of  Treatment  of  CIsabled  Infants"  by  th^ 
following  major  medical  and  d!2abiliry 
cr^anizatlons:  American  academy  of 
Pediatrics,  National  Atsodatlon  of 
Children's  Hospitals  and  Related 
Institutions,  Association  for  Retarded 
Gtlzens.  Down*s  Syndrome  Congress. 
Spina  Bifida  Association  of  America, 
American  Coalition  of  Citizens  with 
Disabdlties.  The  Assodailon  for  the 
Severely  Handicapped,  American 
Association  on  Mental  Deficiency,  and 
American  Association  of  University 
AflUiated  Programs  for  the 
Developmentally  Disabled.  Announced 
November  29, 1963,  in  Washington.  D.C, 
thsse  principles  state: 

When  mtdlcal  cart  is  clt trly  beneHcItl  It 
•bould  tlwtys  be  provided.  *  *  * 
Contideratlons  such  ts  antldptted  or  tctutl 
limited  poteoUsl  of  tn  Individual  «nd  present 
or  future  Itck  of  •vaUtblt  community 
jtsouroei  art  irrtltvanl  and  mutt  not 
detennlne  the  decisions  oottctming  medics! 
care.  The  Individuals  medical  condition 
should  be  tbt  sola  focus  of  the  dedtlon. 
Tht9t  are  vtiy  strk;t  sUndards. 

It  U  tthlcsUy  aod  legsUy  lustlHed  to 
withhold  mtdlcal  or  aurglcsl  procedures 
which  art  clearly  futilt  and  will  only  prolong 
the  ect  of  dying.  However,  supportive  care 
shvuld  be  provided.  Including  sustenencc  as 
medically  Indicated  and  relief  of  pain  and 
tuffetlng.  The  attda  of  the  dying  person 
should  bt  rtsptcttd.  The  family  al»o  should 
bt  supported  ia  Its  grieving. 

In  csM  where  It  Is  uncertain  whether 
medical  treatment  will  bt  btnefldal  a 
ptTfoo*adisabttity  must  not  bt  the  basis  fbra 
decUlon  to  withhold  tristment*  *  *When 
doubt  exif^  St  any  time  about  whether  to 
titat  a  prestimptlon  always  should  be  In 
favor  of  treatment 

In  the  issuance  of  these  final  rules,  the 
Department  seeks  to  build  upon  T  ^ 
spirit  of  cooperation  underlying  this 
landmark  sUtement  of  principles.  The 
major  elements  of  the  final  rules  are  as 
follows: 

First  the  Department  adopts  the 
recommendation  of  the  Presldent'a 
Commission  for  the  Study  of  Ethical 
Problems  in  Medicine  and  Biomedical 
end  Behavioral  Research  that  the 
Federal  government  encourage  hospltala 
to  establish  review  procedures 
concerning  life  and  death  decisions 
affecting  seriously  iU  nec^boms.  The 
rules  indude  a  model  Infant  Care 
Review  Committee  to  assfst  hospitals  in 
this  effort 

Second,  the  rules  re<|uire  the  posting 
in  hospitals  of  an  informational  notice 
regarding  the  legal  rights  of 
handicapped  infants.  The  notice 


requirements  have  been  revised  to 
pennit  hospitals  to  highlight  their  own 
policies  and  Internal  review  procedures, 
in  addition  to  the  federal  law  and 
fpvemment  contact  points. 

Third,  the  rules  require  that  state  child 
protective  services  agencies  have 
established  prtiedures  for  applying 
their  own  state  laws  protecting  children 
from  medical  neglect 

Fourth,  the  appendix  to  the  rules  sets 
forth  Interpretative  guidelines  for 
applying  the  law  in  these  cases.  These 
guidelines  restate  the  Department's 
interpretation  that  section  501  requires 
that  health  care  providers  not  withhold 
nourishment  or  medically  beneficial 
treatment  from  *  handicapped  infant 
solely  on  the  basis  of  present  or 
anticipated  physical  or  mental 
ImpalrmenU,  but  it  does  not  interfere 
with  reasonable  medical  judgments,  nor 
require  the  provision  of  futile 
treatments. 

Fifth,  the  appendix  to  the  rules  sets 
forth  guidelines  for  HHS  InvesUgalions 
of  alleged  civil  righU  violations  relating 
to  health  car  '**•'  ndicapped  Infants. 
These  guidelines  j^rovide  for  the 
participation  of  hospital  Infant  Care 
Review  Coni'*^ttees,  the  avoidance  of 
unneccssari'    -  .Jtlgations,  the 
Involvement    qualified  medical 
consultants,  and  the  protection  of 
confidential  Information. 

The  Department  hopes  the  issuance  of 
these  rules,  which  become  effective  In 
30  days,  will  end  the  controversy  that 
has  surrounded  their  development  But 
more  Importantly,  It  Is  hoped  the  rules 
will  foster  a  new  process  of  cooperative 
efforts  and  sensible  approaches  to 
advance  the  principle  that  life  and  death 
medical  treatment  decisions  be  based 
on  informed  Judgments  of  medical 
benefits  and  risks,  and  not  on 
stereotypes  and  prejudices  against 
handicapped  persons. 

n.  Badcground 

On  April  3a  1962.  President  Reagan 
Instructed  the  Secretary  of  Health  and 
Human  Services: 

to  notify  heillh  cere  providers  of  the 
eppUcebllity  of  section  S04  of  the 
Rehsbllitstion  Act  of  1973  to  the  titsiment  of 
hsndicepped  patients.  That  law  forbids 
recipients  of  federal  fund*  from  withholding 
from  hsndicepped  dtitens.  simply  because 
they  ate  hsncflcepped.  any  benefit  or  service 
that  would  ordinarily  be  provided  to  persons 
without  handicaps.  Regulations  uAder  this 
law  specificelly  pK>hibit  hotpiUls  i  nd  other 
providers  of  hesfth  services  rectlvlAg  federal 
etslstsnce  from  discrlmlnatlna  ss*Inst  the 
hsndicepped. 


Our  nstlon*s  commitment  to  equal 
protection  of  the  lew  will  hsve  little  mesnins 
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If  W9  deny  such  protfCtlon  to  those  who  h^r^ 
not  b«cn  blet^d  with  th«  2wm«  phyifcml  or 
mental  fins  w«  too  ofltn  tftkt  for  gmnled.  I 
flcpport  fdieral  laws  prohibltlnf 
dltcrirolni lion  «|*lAit  the  hKfldicappifd,  end 
remain  dctermlnfd  th^t  such  Uwt  wUI  bfl 
vl^jofousJy  tnforced, 

TIjc  Prtildcnl'i  Inslnicllont  followed 
reportf  of  the  death,  (n  Bloorolngton, 
Indltna,  of  An  Infant  Hith  DoHn't 
•yndrome,  from  whom  •vallable  surgical 
Irftilmenl  lo  repair  «  detached 
esophagus  was  withheld. 

On  May  le,  1902.  IIHS  Issued  lo 
approximately  7,000  hospitals  a  notice 
•lating: 

iVxIor  McUor.^  It  is  ttoUsvful  for  a 
recipient  offiv^rtl  flnandt]  asslstanca  lo 
withhold  from  a  handicapptd  bfaat 
nutrilioiu^  susttcanca  or  medical  or  surgical 
treatflMnt  rtquirad  to  correct  a  life- 
thrtnteninff  condition  if:  (t)  the  withholdinx  Is 
ht%cd  en  the  fact  that  the  infant  (a 
handicapped;  (2)  the  handicap  does  not 
render  the  treataMni  or  nutritional 
aucf  enaaoe  siedicaUy  contmlodicated 

Soon  after  this  noUce.  the  liliS  omce 
for  avil  Rl^u  [OCR]  ettabllthed 
expedited  lnvetU|aUva  procedurea  (o 
deal  with  any  case  of  a  suspected 

discHmlnHtory  withholding  of 
Ilfcsuatalnlnf  nourishment  or  medical 
treats  )nt  from  a  handicapped  Infant 

On  Mati:h  7. 1963.  HIIS  Issued,  with  a 
fchcdulcd  effective  date  of  March  22. 
1063.  an  Interim  final  rule  requiring 
recipient  hospitals  to  pott  *'ln  a 
ojnsplcuous  place-  In  pertinent  wutJa  « 
notic«  advising  of  the  applicability  of 
section  m  und  (ho  availability  of  a 
telephone  -hotllDe**  lo  report  sutpoctud 
violations  of  the  law. 

On  April  14, 1063.  the  f  fonorablu 
Cerhnrd  Geaell.  United  SUtei  Distiti;! 
Iwhc  for  the  District  of  Columbln. 
Jcclnrcd  the  Interim  finiil  ruirt  invalid  on 
the  grounds  that  it  was  •'ariiitniry  and 
capridous**  and  that  there  w.ii 
Inndc'4u.ite  Justification  for  wiilvlng  a 
public  comment  period  prior  to  insuaniu) 
of  the  regulation.  Anwiican  Academy  of 
PcdiatHc$  v.  Heckler,  W  P.  Supp.  305 
(DJ[).a  1963).  Judge  C«icl!  declined  to 
order  the  Department  to  discontinue  use 
of  the  hotline. 

On  July  a.  UI63,  liHS  issued  a 
propoftodrule  In  which  the  notice 
requirement  was  revised:  provislona 
were  oddcd  concerning  state  child 
protective  service  agencies;  an  appendix 
of  standards  and  examples  waa  added; 
ond  a  eo-day  comment  period  was 
provided.  46  FROO&ta. 

Tho  Department  received  10739 
comments,  of  which  10.331  (97.5%] 
aupported  the  proposed  rule,  and  400 
(2.5%]  opposed  it.  Other  nggrcg^lo 
dcscHplions  arc: 
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—Of  322  nurses.  314  (97.574]  suppoitcd. 

and8{24?&]opposedll. 
--Of  141  pediatricians  or  newborn  care 

specialists.  39  (27.7^J  fa\-ored.  and  102 

(72.3S]  oppoiied  It. 
-^f  253  physicians,  not  including 

pediatricians  or  newborn  care 

specialists,  140  (55.3M  favored,  and 

113  (44.75;)  opposed  it. 
—Of  137  comments  from  hospital 

offidals  and  medical,  hospital,  nursing 

and  other  health  related  associalJon, 

31  supported  and  106  (77.4%) 

opposed  it 
—Of  77  comments  from  associations 

mpresenting  tho  handicapped,  all 

supported  the  proposed  nde. 
—Of  100  parenU  of  handicapped 

persons,  95  (95%)  aupported  and  5  (5%) 

opposed  it. 

In  addition  to  the  written  comments 
received,  a  number  of  meetings  were 
held  afler  Issuance  of  the  proposed  rule 
with  V'fpresentatlvtt  of  interested 
groups.  11*6  principal  HHS;)fnda!a 
involved  mettlAgs  were  the 

Under  Secretary  and  the  Surgeon 
General  Minutes  of  these  meetings  were 
kept  and  have  been  included  In  the 
public  comment  Hie. 

Every  comment  was  read  and 
analyxed.  Reade;c  determined  whether 
the  commenter  was  In  favor  of,  or 
opposed  to,  the  proposed  rule  and 
identified  particular  points  made  by  the 
commenter.  The  decisions  made  by  the 
Department  in  connectljn  with  the  rule 
are  b^ised  not  on  the  volume  of 
comments  advancing  any  point,  but  on 
thorough  consideration  of  the  merits  of 
tlie  comments  submitted 

m.  Provisions  of  the  Final  RuUs 

A  INFANT  CARE  RBVIBW 

cosmnTEEs 

The  March  1063  report  of  the 
Prusld(»nt's  Commiss'<jn  for  the  Study  of 
Ethical  Problems  in  Medicine  and 
Biomedical  ond  Behavioral  Roiearch 
ini  Judcd  thn  following  recommendation; 

The  Con)n*iisloo  conclud/s  that  hospitals 
that  care  for  seriously  Ui  newborns  should 
hAvt  explicit  polides  on  dedsioomaklng 
procedttfRs  in  casts  Invohrlng  Ufe-suslalnlni 
trr.itm^nt  for  these  infants. . . .  Sudi  polides 
should  provide  for  Internal  review  whenever 
parents  and  the  atunding  ^vsldan  dodde 
thdt  iife*susta{nln|  therapy  should  bo 
fun*j(one.. . , 

Such  a  review  could  serve  sevetnl 
functions  and  the  review  m^ch^nitre  may 
vary  accordingly.  First,  it  can  vtri^  that  the 
hc«t  Inrormatioa  available  ts  being  used. 
Second,  it  can  confirm  the  propriety  of  a 
drdsioo  that  providers  and  parents  hsve 
m&^S)d  or  confinn  that  the  ran^e  of 
dlicrti^on  accorded  to  the  parents  is 
appropriate. Third,  it  can  resolve  disputes 
among  those  involved  in  a  dcdilon.  if 
iMj<'.ir4Wf>'.  liy  aiding  with  one  party  or 


another  in  a  dUpute,  Finally.  It  refer 
cases  to  public  aft  ndes  (dilld  protection 
services,  probate  courts,  or  prosecutinf 
a!tomeys)  whrn  sppropriste. 

In  response  to  a  question  induded  In 
the  preamble,  the  Department  received 
many  commenU  regarding  hospital 
review  boards.  Many  commentera  who 
expressed  oppositl^  to  the  rule, 
particularly  health  care  providers, 
expressed  a  strong  preferenca  for  the 
hospital  review  board  approach  over  the 
proposed  rule  or  any  implementation  or 
enforcement  of  section  504.  Others 
opposed  hospital  review  boards, 
particularly  as  an  alternative  lo  the 
proposed  rule  and  existing  HKS 
procedures. 

The  American  Academy  of  IVdlalrics. 
which  aubmitted  the  most  detailed 
proposuL  auttested.  aa  an  alternative  to 
the  propoaed  rule,  that  all  hospitals,  as  a 
condition  of  partidpatiou  in  the 
Medicare  prppvm  (not  as  a  reqr^rement 
of  section  504).  aatablish  a  review 
committee.  Under  this  propoeal  (also 
endoned  by  the  National  Aaaodatlon  of 
Chlldren*a  Hospitals  and  Related 
Inatltutlons,  and  in  concept,  the 
American  lIosplUl  Assodation)  the 
committee  would  have  three  functions: 
(1)  To  develop  ho^ltol  polides  and 
guidelines  for  inanagement  of  specific 
types  of  diagnoees:  (2)  to  monitor 
adherence  through  retrospective  record 
review:  e  id  (3)  to  review,  on  an 
emergen!  y  basis,  spedHc  cases  when 
the  wlthh:)ldlng  of  life-austaining 
treatment  Is  being  considered  When  the 
committee  ^Uaagreed  with  a  parental  or 
physldan  ^iedsioo  to  withhold 
treatment  the  case  would  be  referred  to 
the  appropriate  court  or  child  protective 
agency,  and  treatment  would  be 
continued  pending  a  dedston. 
Coinmittee  membership  would  Include  « 
hospital  edmlnlstrator,  a  representative 
of  a  disability  group,  a  lay  community 
member,  a  member  of  the  hospitara 
medical  staff,  and  a  practicing  nurse. 

Among  the  arguments  advanced  In 
favor  of  the  creation  Jl  hospital  review 
boards,  u  a  substitute  for  the  approach 
set  forth  in  the  proposed  rule,  were: 

(a)  They  would  represent  a 
cooperatlva  as^)roach  between  the 
government  and  the  health  care 
community,  rather  tiian  a 
confrontational  approach, 

(b)  They  would  provide  a  vcMde  by 
which  facility  *'self-evaluatlons''  can  be 
conducted. 

(c)  They  would  assure  an  Indepith 
review  by  persons  of  varied 
perspectivea  of  Individual  complex 
cases  involving  critically  111  Infants. 

(d)  Thoy  would  provide  a  me^nlsm 
for  ensuring  that  hospitals,  physldans 
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und  parents  arc  Inrormed  of  the  rrMst 
recent  medlc«l  information  concerning 
treatment  of  hindic-spptd  Infanti  and  of 
community  f  ervlcet,  counscilins.  piirrnt 
support  gKjups,  and  such  iiltcmutlva 
cure  ojitlont  at  adoption,  foiter  curii. 
und  oiv^er  out-of'home  place  mcnls. 

(e)  Thay  would  Icdd  to  the 
Involvement  of  child  protective  agencies 
and  of  the  courti  when:  it  it  indicated 
that  the  intereiti  of  the  child  arc  nut 
being  served. 

Many  commenttrs  who  expressed 
support  for  the  proposed  rule  aUu 
expressed  strong  oppositiun  to  the 
y Itematlve  approach  of  hospital  review 
bourds  because: 

(a)  Such  boards  cannot  replace  State 
and  federal  tovemment  reipontibilitiet 
to  protect  iht  righu  of  cititeni.  The  use 
of  miewboardi  would  not  asuure  that 
all  Indlviduala  with  disabilltlet  would 
receive  noiMitacrimlnatoTy  treatment  m 
guaranteed  b^*  section  504. 

(b)  Such  boards  are  virtually  untested 
bi  a  viable  mechanism  to  protect 
handicapped  Infantt  froni 
discriminatory  pracllces. 

A  number  of  commcnters.  includinx 
the  American  Medical  Association,  the 
Catholic  Health  Associution.  the 
Federation  of  American  Ho5pitals.  the 
American  College  of  liospitul 
Administrators,  the  American  Collegft  of 
Physicians,  the  American  Nurses 
Association,  and  other  medical  groups. 
e.\prcssed  support  for  the  concept  of 
rttview  boards,  but  opposed  any 
mandate  thct  review  tjoardt  be 
esthblishcd.  The  AM  A  added: 

Whit«  we  do  not  support  ffdrm! 
intmeotion  In  treaUntnt  dedsluns 

cnnc<:rnlns  leriouily  ill  neubomt,  the 
iiitrotion  brought  ibout  by  the  povernmrnl's 
Mttiion  should  proxide  s  continued  stimulus  lu 
df  V4«trp  mcchsnii^tni  to  desl  with  i^t%t 
svnbitiVe  rnvtltrs  ivithout  ihc  intrusion  of  thr. 
fptJiThl  joivrnf-ipnt  Into  un  arcn  Ht^re  »t 
d'Hs;  sot  hflong. 

The  Department  believes  *le7c  is 
much  merit  in  many  of  the  comments 
submitted  both  In  favor  of.  and  In 
opposition  to.  utilization  of  hospital 
review  boards  to  assist  in  the 
development  of  standard  policies  and 
protocols  and  to  redew  lndl«>1dual 
crises.  The  Department's  conclusions  are 
as  follows. 

Urst.  the  Department  bell evecrt\1cw 
committees  cannot  be  given  an 
exclusive  role  in  reviewing  medical 
decisions  concernlns  the  withholding  or 
withdrawal  of  medical  or  auigical 
treatments  from  handicapped  infants, 
and  thus,  cannot  accept  the  proposal  of 
hospital  nview  boards  as  a  subsUme 
for  mechanisms  to  enforce  aectlon  504. 


The  Department  docs  not  serk  to  take 
over  medical  decisionmaking  regarding 
health  care  for  huTidlcapped  infants 
HHS  agrees  that  the  best 
dcciRlonmakcrs  ere  genfc-.*«1lv  the 
parent*  and  the  physicians  directly 
involvcJ.  Huwever.  there  Is.  and  must 
be.  a  framework  within  which  the 
dixis^onmakcrs.  the  parents  and 
physicians,  operate. 

That  framework  is  established  by 
laws.  With  respect  to  heahh  care 
professionals  providing  services  under 
programs?? activities  receiving  federal 
rmancial  assistance,  the  framework 
includes  section  504.  which  prohibits 
discrimination  on  the  basis  of  handicap 
In  programs  or  activities  receiving 
Federal  nnanclal  assistance.  With 
respect  to  parents,  the  laws  are  state 
laws  establishing  limitations  on  parental 
authority.  With  respect  to  both  the 
federal  law  and  the  respective  state 
laws,  each  (Specif! ully  pro\idps 
implementation  mechanisms  Involvln;^ 
government  agencies. 

The  fundamental  Issue  involved  in 
deciding  whether  re\'iew  boards  should 
be  a  substitute  for  enforcement  of 
section  504  is  whether  the  legal 
framework  within  which  the 
dccislomnaking  parents  and  physicians 
are  supposed  to  function  (and  generally 
do  function)  will  be  utilized. 

Under  the  proposal  that  review 
boards  act  in  lieu  of  government, 
whether  physicians  or  hospital  review 
boards  adhere  to  the  prirxip.*5C  of 
section  504  would  be  determined  by 
tliose  physicians  and  boards  alone. 
Whether  parents,  physicians,  or  review- 
boards  adhere  to  state  laws  on  the 
limitations  of  parental  authority  would 
be  decided  by  the  same  physlciuns  and 
boards.  Whetner  they  e\er  utilize  the 
implementation  schemes  established  by 
law  to  ensure  that  those  principles  are 
adhered  to  would  also  be  decided  by 
those  parents,  physidans.  and  review- 
boards. 

The  Department  concludes  that  the 
euential  element  of  this  alternative 
proposal— that  It  separates  the  process 
from  the  established  legal  framework 
governing  declsicjunaking  by  parents 
and  physicians,  with  no  meaningful 
provision  to  ensure  that  they  function  In 
accord  with  this  framework— »«akes  the 
proposal  unacceptable  as  a  substitute 
for  the  proposed  rule.  This  alternative 
proposal  simply  does  not  provide 
sufndent  safeguards  that  the 
requirements  of  section  504  will  be  met. 
Because  ser^<on  504  Is  applicable  to  the 
provision  of  health  care  sarvices  to 
handicapped  infants  In  programs  and 
activities  receiving  Federal  finandal 
assistance,  the  Department  believes  it 
'Auuld  not  be  lustiflable  for  the 


Ocphrtmrnt  to  rffrain  from  exercising  •! 
rcguhiioi y  role  to  enforce  the  statute 
Second,  the  Uopnrtmt'nt  cuncludrs 
that,  although  unacccptuble  iiK  a 
sulSstitute.  rfxicw  boards  can  In*  veiy 
\Mluable.  Th-^  Departmcnl  agm»s  with 
the  rto!lonalo  of  tht:  President  s 
Commission  and  many  commenterx  th.ti 
Inpat  from  h  cotiimittee  that  includes 
individuals  with  mediKil  c^pcrti^o  nnii 
people  with  non-medical  pcrspeciivt'.s 
and  that  Is  glided  by  pn>per  standards 
and  protocols  can  be  vcr>'  helpful  in 
bringing  al>out  Informed.  cnliglitcDcd 
and  fair  decitiunmakiiig  regarding  thesi* 
difficult  issues.  The  Department. 
thercfure<  adopts  the  recommendation  uf 
the  Piusidcnt*s  CommUslun  that  the 
Rovemmcnt  encourage  establishment  uf 
hofpital  review  boards. 

TTiird.  the  Department  t^>ncludcs  thnt 
the  aeatlon  -^f  hospilal  review  boardi; 
should  not  •>  mandated  by  the  tVdrrai 
govemmcrc.  The  Department  aj^rwis 
with  lherrei-':icnt*s  Commission  that 
because  review  boards  arc  "largely 
untried",  they  arc  not  so  demonstrably 
effective  as  to  justify  muhing  them 
mandatory  for  nf!arly  7.000  hosp:taN 
nationwide.  Also,  there  \could  l)r  very 
substantial  prart^col  problems  in 
seeking  to  enfort;e  such  a  mandate  with 
respect  to  so  many  hospllals.To  make 
such  a  n  ^;idHte  viable,  it  wodd  hiive  to 
be  accompanied  by  detailed  stjndnrds 
on  how  to  organize  and  oj»erate  the 
commlttcn  Iht  Dfpartmont  iigrees  wiih 
the  President's  Cummt.sslon  that 
nexiblllty  is  needed  for  each  hospital  to 
consider  the  best  appi  jwch  for  its^ilf.  Vor 
example,  th^  review  board  proccdurf  s 
may  be  unnecessary  for  small  or  rural 
hospitals  that  rarely  encounter  cases 
Involving  sevtttly  impaired  newborns 
and  that  handle  such  cnsns  by 
immediately  transferring  the  infant  to 
'.le  appropriate  specialty  ho.<tp;tnl. 

In  addition,  in  view  of  the  stsong 
opposition  by  m:i]or  medical 
organizations  to  nandatory  cnmmlttees. 
there  would  llkcK'be  protracted  lega: 
proceedings  challcnghis  the  regulatlun. 
wheiher  adopted  pursuant  to  section  504 
or  pursuant  to  authurlty  under  the  Social 
SecOrity  Act  to  establish  conditions  of 
participation  and  standaixis  for  the 
Medicare  and  Medicaid  programs. 

For  these  reasons,  the  Department  has 
conduded  ths;  Infant  Care  Review 
Committees  should  be  encouraged,  but 
not  mandated  by  the  federal 
government. 

Fourth,  the  Department  concludes  that 
the  establishment  of  review  boards  will 
be  fadlltatcdby  the  development  of  a 
rtodel  commltlce.  Therefore,  i  84.55(0  of 
the  rules  r^ts  forth  c  model  Infant  Care 
Review  Committee  (lCRC).Thls  model 
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the  locations  \vhere  it  is  to  be  posted. 
However,  the  Department  remains 
convinced  of  the  need  for  a  notice  to 
advise  individuals  in  a  position  to  know 
aliout  potentially  discriminatory 
com(uc)  of  the  requirements  of  the  law 
and  of  the  mechanisms  available  to 
report  suspected  violations 
expeditiously  so  that,  should  a  violdtion 
be  occurring,  corrective  action  can  be 
taken  in  time  to  save  the  infant's  life. 


calls  for  broad  representation  and 
•ifinificant  involvement  of  thelCRC  in 
developing  standard  policies  and 
protocols  for  the  hospital  and  in 
promptly  reviewing  specific  cases.  The 
model  is  based  sustantially  on 
comments  submitted  by  the  American 
Academy  of  Pediatrics. 

The  Department  has  revised  the 
Academy's  model  somewhat  to 
underscore  that  the  purpose  of  the  ICRC 
Is  to  advance  the  basic  principles 
embodied  in  section  504,  the 
recommendations  of  the  President's 
Commission  and  the  landmark 
••Principles  of  Treatment  of  Disabled 
Infanta."  The  Department  haa  also 
revised  the  Academy's  model  to 
pr:;vide.  in  connection  with  review  of 
apecific  caaca,  for  the  designation  of  one 
member  of  the  ICRC  aa  ^apecial 
advocate"  for  the  infant.  While 
recognizing  that  all  members  of  the 
ICRC  ahould  be  advocatea  for  the  best 
tatereata  of  the  infant,  the  role  of  the 
apecial  advocate  will  be  to  enaure  that 
all  considerations  in  favor'of  the 
provisiona  of  life-austainlng  Irealmimt 
are  fully  evaluated  and  conaidered.  Aa 
the  Pre,9idcnl*a  Commission  stated,  "it  is 
all  too  easy  to  undervalue  the  lives  ut 
handicapped  infanta.-  The  special 
advocate  feature  of  the  model  ICRC 
provides  a  mechanism  to  counteract  this 
tendenciy. 

Tin's  model  is  also  consistent  with  the 
recommendations  of  the  President's 
Commission  and  the  comments  of  the 
American  Hospital  Association  and 
other  medical  organizations.  The 
Department  also  acknowledgers  the 
comment  of  the  American  Medical 
Association  that  the  govemmenfa 
actions  provide  ''a  continued  stimulua^' 
for  the  medical  community  "to  develop 
nuM:hanisms  to  deal  with  these  sensitive 
matlers"  IfflS strongly  encourages 
medical  organizations  to  follow  through 
on  their  suggestions  and  provide  ali 
posfiible  assistance  to  their  member 
institutions  B.:id  medical  professionals  in 
establishing  and  operating  these  ICRCs. 

B.  ISFORMATiONAL NOTICE 

The  proposed  rules  required  th;it 
recipient  hospitala  post  *'in  a 
conspicuous  place  in  each  nurse's 
station'*  of  appropriate  wards  a  noticp 
stating: 

DISCRIMINATORY  FAILURE  TO  FKKD 
AND  G\RK  FOR  HANDICAPPED  INFAMS 
IN  Tins  FADUTY  IS  PRO'ilBITED  BY 
FEDERAL  LAW. 


Any  person  hai/ing  knowlndgn  tb.it  a 
handicapped  infaKt  (a  being  discriminatory 
denied  food  or  customary  medical  care 
should  Immediately  contact: 
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Handicanprd  Infant  Hotline 


Failure  to  feed  and  cere  for  infanti  may 
aUo  violate  the  criminal  and  civil  laws  of 
your  state. 

A  number  of  commenters  expressed  a 
concern  thnt  the  posting  of  the  required 
notice  would  itself  have  j  disruptive 
effect  on  the  provision  of  health  care  to 
newborn  infants  by  creating  the 
impression  to  an  infant*s  parents, 
already  in  a  very  stressful  situation,  that 
the  physician,  nursing  staff,  and  hospital 
should  not  be  trusted  to  provide  proper 
cure  to  their  child.  In  connection  with 
this  point,  the  Catholic  Health 
Association  suggested  that  hospitals  be 
permitted  to  uae  an  alternative  notice 
aUcwing  the  hospital  to  atatc  its 
agreement  with  the  policy  of 
nondiacrimination  and  indicate  the 
appropriate  hospital  contact  person. 
Another  comment  tuggeatcd 
altemativea  to  poating.  auch  as  placing 
the  notice  on  the  admitting  document  or 
on  consent  forma  used  by  the  hoapitaL 

Some  commentera  considered  the 
wording  of  the  notice  veij'  ambiguoua  in 
ila  references  to  "discriminator'  failure" 
and  "oistomary  medical  care"  and  in  its 
failure  to  make  reference  to  futile 
treatments,  deference  to  legitimate 
medical  {udgmenta.  the  nonapplicability 
of  section  504  to  parental  decisions;  and 
mjny  disttr.ctichs  and  nuances  relating 
to  the  applicability  of  section  504  in  this 
contexL 

Other  criticisms  were  that  the  words 
''should  immediately  ccf»tact" 
improperly  implied  a  legal  obligation  to 
report:  the  reference  to  "this  facility" 
implied  prior  misconduct  by  that  facility: 
and  the  reference  to  violations  of  "the  ' 
criminal  and  civil  lavrs  of  your  state"  ia 
inappropriate  because  it  docs  not  relate 
to  the  purpose  of  the  notice  to  inform 
pei>plc  about  civil  rights  protections. 

A  number  of  commenters  suggested 
aiiditions  to  the  notice,  including:  a 
reference  to  the  sanctions  for 
noncompliance:  express  inclusion  of 
handicapped  infants  bom  alive  after 
abortions:  reference  to  physical  mentaL 
or  emotional  abuse  or  Injury  or 
withholding  cf  fluids,  ox>'gcn. 
medications,  warmth,  and  routine 
nursing  care:  and  a  statement  that 
callers  are  not  required  to  identify 
themselves. 

Other  commenters  urged  that 
hospitala  be  required  to  notify  HHS  that 
the  notice  has  been  posted. 

Bfisponse 

In  an  efforC  to  accommodate  many  of 
these  concerns,  the  Department  has 
made  a  number  cf  changea  regarding  the 
wording  of  the  Informational  notice  and 


In  many  other  contexts  of  civil  rights 
enforcement  and  enforcement  of  acores 
of  other  statutes,  speed  ia  not  essential 
because  the  victim  of  discrimination  can 
be  essentially  "made  whole**  through 
reinstatement  in  a  fob,  admission  to  a 
achool  or  hospital,  retroactive  benefit 
paymcnta.  or  the  like.  However,  in  the 
context  of  life  and  death  medical 
decislona,  the  matter  muat  be  handled 
with  the  utmost  urgency.  For  thia  reason, 
the  Department  continues  to  believe  that 
it  la  esaentlai  to  meaningful 
implementation  of  the  requlrementa  of 
section  504  to  have  a  mechanism  for 
immediate  reporta  of  suspected 
violations. 

However,  the  Department  has 
concluded  that  It  can.  without  detracting 
fn)m  this  overriding  objective,  eliminate 
the  unintended  adverse  effects  of  the 
notice  many  commentera  perceived. 
Therefore,  thejnformational  notice 
requirements  set  forth  in  §  84.5r)(b) 
reflect  significant  modifications  fro.-n 
those  set  forth  in  the  proposed  rules. 

First  the  Department  has  adopted  the 
suggestion  of  the  Catholic  Health 
Association  that  hospitals  be  permitted 
to  post  a  notice  refiecting  that  the 
hospItKra  policy  ia  consistent  with  the 
nondiscrimination  requirements  of 
secticn  504  and  that  the  hospital  also 
h.is  a  mechanism  to  review  suspected 
noncompliance  with  this  policy.  This 
change  eliminates  any  perception  that 
t!  c  notice  implies  improper  conduct  by 
the  hospital. 

The  only  requirement  contained  In  the 
rule  for  the  use  of  this  notice  [IdcntL  'd 
In  the  regulation  as  "Notice  A**)  is  that 
the  content  of  the  notice  be  truthful  as  it 
relates  to  that  hospital.  To  be  truthful, 
the  hospital  must  have  a  policy  that 
nourishment  and  medically  beneficial 
treatment  as  determined  with  respect 
for  reasonable  medical  judgments, 
should  not  be  withheld  from 
hHndicupped  infants  solely  on  the  baslj: 
of  their  present  or  anticipated  mental  or 
physical  impairments.  Furthermore,  the 
hospital  nust  have  a  procedure  for 
review  of  treatment  deliberations  and 
declsiona  concerning  health  care  for 
handicapped  Infanta.  Alao,  so  that 
otentlal  callers  wHl  be  aasured  that  the 
nspItaPa  procedurea  will  be 
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Implemented  in  good  faith,  the  hospital's 
policies  muit  provide  for  the 
confidentiality  of  the  identity  of.  and 
prchibltions  of  retaliation  against, 
potential  callers  %vho.  in  good  faith  and 
lonmaliciously^  provide  information 
about  possible  noncompliance.  A 
hospital  need  not,  in  order  tu  post 
Notice  A.  hsvc  an  Infant  Csre  Review 
Committee  In  conformance  with  the 
model  5CRC.  nor  forego  management 
prerogatives  with  respect  to  anyone  who 
might  abuse  the  hoipital's  procedures 
by.  for  example,  willfully  making  false 
or  malicious  calls.  Hospitals  for  which 
the  content  of  "Notice  A"  is  not  truthful 
must  post  the  notice  identified  as 
-NoUcea*' 

Second,  the  requirement  regarding  the 
location  whare  copies  of  the  notice  must 
be  posted  has  been  changed.  Consistent 
wi'h  the  Department's  intent  to  target 
the  notice  to  nurses  and  other  health 
caxe  professionals,  the  proposed  rule 
required  that  the  notice  be  posted  at  the 
nurses*  stations  of  appropriate  wards, 
rather  than  more  generally  in  the  wards 
as  had  been  stated  in  the  March  interim 
final  rule.  In  view  of  the  concern 
exprei^sed  by  e  number  of  commenters 
that  posting  in  the  nurses'  $U!ions 
would  continue  to  make  t>.e  noiice 
conspicuous  to  disU^ssed  parents,  the 
final  rules  do  not  require  that  copies  of 
the  notice  be  posted  at  nurses*  stations. 
Rather,  the  notice  is  to  be  posted  at  any 
tocation(s)  where  nursrs  and  other 
medical  professionals  v/ho  are  engaged 
in  providing  health  care  related  serxnces 
to  infants  will  be  aware  of  the  content  of 
the  notice.  Locations  such  as  looker 
rooms  and  lounge  areas  will  suffice  us 
long  as  placenient  in  these  locations 
ensures  that  the  appropriate  perso;mel 
will  see  the  notice.  Under  these 
circumstances  the  notice  would  noi  have 
to  be  posted  at  nurse's  stations  or  any 
other  location  where  posting  wou  d  have 
adverse  electa  on  parents.  The  number 
of  copies  which  must  h^  posted  in  the 
hospital  is  similarly  determined  on  the 
basis  of  ensuring^at  the  appropriate 
personnel  will  see  it 

Thlt^d.  In  view  of  this  more  specific 
targeting,  the  size  of  the  notice  has  been 
nrilin  vd  from  the  8»  x  1 1  iiu  hty* 
requirement  in  the  proposed  rule  (and 
ihi'  17  N  14  iiit  h  iiolirirs  (lislnimliMl  in 
connection  with  the  March  fule]  to  5  x  7 
Inches. 

Fourth,  the  wording  of  the 
informational  notice  has  been  revised  in 
connection  with  the  language  which 
attempts  to  convey  in  simple  terms  the 
basic  protection  of  the  law.  The  new 
language  reflects  the  lew*s  deference  to 
reasonable  medical  Judgments,  refers  to 
*'medically  beneficial  treatment**  and 


clanfies  that  the  concept  of  handicapped 
disaimination  relates  to  decisions  made 
solely  on  the  basis  of  present  or 
anticipated  menial  or  physical 
impairments.  The  reference  in  the  text  of 
the  notice  and  elsewhere  in  the  rules  to 
**present  or  anticipated  mental  cr 
physical  impairments*'  is  based  on  the 
definition  of  **handicapped  person**  in 
existing  regulations,  45  CFR  84.3li).  The 
Department  believes  this  phrase 
conveys  a  better  understanding  than  use 
of  the  word  "'handicap." 

The  Department  has  also  changed  the 
heading  of  the  n.^tice  to  eliminate  what 
n^ny  perceived  to  be  a  negative 
statement  The  revised  notice  adopts  the 
same  headir^. /'Principles  of  Treatment 
of  Disabled  Infants*',  adopted  by  the 
coalition  of  leading  disability  and 
medical  organizations  in  their  landmark 
statement  of  principles. 

In  seeking  to  compose  the  wording  of 
the  notice,  the  Department  has  sought  to 
set  forth  a  simple,  und:rstandable,  and 
accurate  description  of  the  requirement 
of  the  law.  To  a  significant  degree,  the 
application  of  section  504  in  this  context 
defies  e  simple  and  precise  restatement. 
The  wording  of  the  notice,  howev?r. 
*doei  not  esibbli.Hh  a  legally  mandated 
rule  of  conduct:  it  merely  conveys 
informaiion.  2n  recognition  of  the 
impossibility  of  setting  forth  a  statement 
that  covers  oU  possible  dimensions  and 
nuances  of  the  statute,  the  notice 
advises  thct  callers  may  obtain  further 
information  by  calhng  the  designated 
contact  points. 

The  Departr.-^unt  believes  this 
statement  resolves  many  of  the  concerns 
regarding  ambiguity  of  the  prior  version 
of  the  notice  without  becoming  so 
cumbersome.and  complicated  that  it 
confuses  more  than  It  informs. 

Concerning  other  comments,  the 
Department  is  not  adopting  the 
suggestion  that  hospitals  be  required  to 
notify  HliS  that  the  notice  has  been 
posted.  There  are  insufficient  benefits 
accruing  from  establishing  a  mechanism 
for  checking  off  approximately  7,000 
unverified  notifications  of  posting  to 
justify  the  administrau've  burden  on  the 
Department  and  recipients. 

In  addition,  consistent  with  the 
objective  of  targeting  the  notice  to 
nurses  and  other  medical  professionals, 
and  in  view  of  concerns  about 
frightening  parents,  the  Department  is 
not  adoptlTig  the  suggestion  that  the 
nondiscrimination  notice  be  required  on 
hospital  admission  or  consent  forms. 
However,  the  Department  encourages 
hospitals  and  Infant  Cans  Review 
Committees  to  consider  seriously 
developing  some  written  information  for 
parents  with  respect  to  hospital  policies 


and  procedureo  in  connection  with  this 
Issue.  Such  information  could  inclodf-.  an 
explanation  of  rights  and 
responsibilities  of  parents,  infants,  nnri 
hospitals,  the  operation  of  the  ICRC. 
available  social  services,  and  other 
pertinent  infonnatton. 

The  Department  is  also  not  adupting 
numerous  suggestions  for  additions  to 
the  notice  because  thev  are  unnecessary 
and  would  make  the  notice  cumbcrsonu 
and  possibly  confusing.  Statements 
concerning  the  existence  of  s&nctions 
for  noncumpliance,  the  applicanilitv  uf 
section  504  to  infants  ''^m  ahvc  aPer 
abortions,  the  lawf        of  withholding 
futile  treatments.       >c  ap^^-.c^biiity 
of  section  504  to  a    .Ue  ranxe  of  aspects 
of  medical  care  arc  all  quue  correct  but 
their  indusion  in  the  notice  is 
unnecessary. 

The  department  isKot  adop::ng  the 
suggestion  that  the  notice  state  that 
callers  are  not  required  to  identify 
themselves.  Although  the  Department 
will  take  appropriate  follow-up  action 
on  anopynous  ckIIs  that  convey 
credible  and  specific  information,  the 
Deph*imcn*.  does  not  wish  to  encourage 
callers  to  rer.o'n  anon.VTncus  bvcausp 
thtre    gre.-*;  Vdluc  in  having  the  abilitj 
to  recuTiiact  the  complainant  as  the 
inquiry  or  investigation  progresses.  The 
DcparliTient  believes  the  statements 
contained  in  Jhc  notice  regarding 
coriident:&iity  of  the  identity  of  callers 
and  prohibitions  agbmst  retcllation  a'p 
adequate  to  overcome  the 
understandable  reluctance  a  sincere 
potential  complainant  may  have. 

Finally,  althoiig^^  the  statement  is 
correct,  the  Department  adopts  the 
suggestion  that  the  reference  to 
violations  of  state  criminal  and  civil 
laws  be  deleted  became  it  is 
unnecessary' and  potentially 
inftjmmatory. 

C.  RESPOSSIBIUTIES  OF  CHILD 
PROJECTIVE  SERVICES  AGENCIES 

A  number  of  commenters  addressed 
the  provision  of  the  proposed  rule 
requiring  th»t  state  child  protective 
services  agencies  establish  and 
maintain  written  methods  of 
administration  and  procedures  to  ensure 
full  utilization  cf  their  authorities 
pursuant  to  state  law  to  prevent 
instances  of  medical  neglect  of 
handicapped  infants. 

Several  child  protective  services 
agencies  and  their  representatives 
opposed  this  provision.  As  stated  by  the 
National  Council  of  State  Public  Welfare 
Administrators: 

While  the  NCSPW'A  agrees  there  \t  a  net^ 
to  establish  additional  protecuoni  for  infnnlv 
bom  with  handiciip;;inqcondflion8.  *  "  "  we 
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twlieve  the  child  protective  services  agency  is 
not.     •  nile,  the  appropriata  authority  to 
estabMih  ttaisdardt  for  medical  tteatmenU  to 
police  !h^  mt<»!cal  profession,  or  to  make  the 
kinds  of  mfcv*:cal/elhlcal  judgments  required 
in  this  crea. 

The  StHte  of  Nebraska  Department  of 
Public  Welfare  expressed  support  for 
Increased  involvement  of  stato  child 
protective  services  agencies: 

We  feel  that  tha  agency  with  pnmary 
responsibih'  for  inx-estigatiun  and 
enforccme.  of  this  Uw  ahould  be  the  State 
Protective  Services  Agency.  We  further 
would  suggest  that  hospital  administration  be 
charged  with  the  responsibility  for  re|,orting 
any  posalbit  violationa  of  t'lis  law  tu  ihi 
State  ProtKtivt  StTvicat  A^wy.  *  *  *  The 
Slate  Protective  Servlcet  Ag  cy  should  be 
responsible  for  reporting  to  the  Oificc  of  Civii 
Kighta  the  reaults  of  any  actions  tuken  as  a 
result  of  tha  report.  *  *  * 

Some  commenters  urged  deletion  of 
the  requirement  that  state  agencies 
report  cases  to  OCR  because  it  conflicts 
with  the  confidentiality  reouirements  of 
state  child  abuse  and  neglect  statutes 
and  presents  an  unnecessary 
administrative  burden.  Other 
commenters  tuggestt'd  that  this 
requirement  be  expanded  to  require 
reports  to  OCR  at  each  step  of  en 
agency's  investigation*  Other 
commenters  suggested  that  state  child 
protective  services  agencies  be  required 
to  involve  state  protection  ond  advocacv 
systems  for  the  developmentally 
disabled  in  all  of  its  activities  related  to 
this  issue. 

Response 

Section  G.  below,  includes  a 
discussion  of  the  applicability  of  section 
504  in  cases  where  a  refusal  to  provide 
medically  beneficial  trestment  l^t  a 
result,  not  of  decisions  by  a  health  care 
provider,  but  of  decisions  by  parents.  As 
explaitied  in  that  section,  it  is  the 
n»spon.sibility  of  the  hospital  in  such  a 
case  to  report  the  circumstances  to  the 
stale  child  protective  ser\'ices  agency.  If 
that  agency  receives  Federal  financial 
assistance  in  its  child  protective 
serxices  program,  it  may  not  fail,  solely 
on  the  basis  of  the  infant's  present  or 
anticipated  phyMcal  or  mental 
impairments,  to  i  Mize  \\%  full  authority 
pursua  nt  to  state  \  v  to  protect  the 
infant.  Allhough  there  are  some 
variations  among  state  child  protective 
stHtutes.  all  have  the  following  basic 
f  Icments:  a  requirement  that  health  care 
providers  report  suspected  cases  of 
child  abuse  or  neglect,  including  medical 
neglect:  a  mechanism  for  timely  receipt 
of  such  reports:  a  process  for 
administrative  inquiry  and  investigation 
to  determine  the  facts:  and  the  authority 
and  responsibility  to  seek  an 


appropriate  court  order  to  remedy  the 
apparent  abuse  and  neglect,  if  it  is  found 
to  exist. 

Consistent  with  the  applicability  of 
section  504  to  child  protective  services 
agencies  and  with  the  typical  elements 
of  state  child  protective  statutes,  the 
proposed  rule  included  a  subsection 
requiring  that,  within  60  days  of  the 
elective  date,  **each  recipient  state 
child  protective  services  agency  shall 
establish  and  maintain  written  methods 
of  administration  and  procedures  to 
assure  that  the  agency  utiltzes  its  full 
authority  pursuant  to  state  law  to 
prevent  instances  of  medical  neglect  of 
handicapped;  fants." 

This  provision  was  modeled  after  an 
existing  provision  in  the  Department's 
regulation  implementing  titlo  VI  of  the 
Civil  RighU  Act  of  3964. 45  CFR  80.4(b]. 
which  requires  all  continuing  state 
progranis  to  have  "such  mett;ods  of 
administration  for  the  program  as  are 
found  by  the  responsible  department 
olTicial  to  give  reasonable  assurance*'  of 
compliance. 

The  proposed  rule  went  on  to  specify 
several  elements  which  must  be 
included  in  the  agency's  methods  of 
admiiii.stration  and  procedures.  Four  of 
thfise  elements  precisely  mirror  the 
common  fundamental  components  of 
stntR  child  protectivestatutes. 

The  proposed  rule  also  called  for 
immediate  notification  to  the 
Department  of  each  report  of  suspected 
medical  neglect  of  a  handicapped  infant, 
the  steps  taken  by  the  agency  to 
investigate  such  report,  and  the  agency's 
final  disposition  of  such  report.  This 
requirement  was  also  based  upon  an 
existing  regulation,  45  O-Tl  80.6(b). 
which  requires  compliance  reports  *'in 
such  form  and  containing  such 
information'*  as  the  Department  may 
require.  Therefore,  the  proposed  rule's 
requirement  for  notification  to  OCR  is 
simply  a  specification  of  a  type  of 
compliance  report  the  Department 
deems  necessary  to  monitor  the 
recipient's  compliance. 

With  respect  to  the  comment? 
concerning  the  potential  conflict 
between  this  notification  requir^sment 
and  the  confidentiality  provisions  of 
state  child  abuse  and  neglect  statutes, 
this  provision  is  entirely  consistent  with 
existing  regulatory  requirements  of 
recipient  oiild  protective  str\'ice8 
agencies  under  45  CFR  80.6(c).  which 
includes  the  statement:  "Asserted 
considerations  of  privacy  or 
confidentiality  may  not  operate  to  bar 
the  Department  from  evaluating  or 
seeking  to  enforce  compliance  with  this 
part.** 

In  addition.  HHS  regulations 
requiring,  as  a  condition  of  receiving 


Federal  funds,  state  child  protective 
services  agencies  to  protect  the 
confideiliality  of  child  abuse  and 
neglect  information  also  make  clear  thtst 
HHS  and  the  Comptroller  General  of  the 
United  States  must  have  access  to 
documents  end  other  records  '*pertinfnt 
to  the  HHS  grant.*'  45  CFR  1340.14.  74.24. 

The  Department  has  not  ad  ipted  the 
suggestion  that  more  detailed 
requirements  be  established  for  state 
child  protective  serv:ces  agencies 
because  the  requirements  should  be 
flexible  enough  to  be  easily 
^incorporated  into  existing  agency 
procedures. 

Section  e4.55(c](2]  of  the  final  rules 
adopts  the  corresponding  pro;ision  of 
the  proposed  rules  without  substantive 
change.  In  summary,  it  simply  restates 
existing  section  504  responsibilities  of 
recipient  state  child  protective  services 
agencies:  requires  standard  procedures 
to  assure  compliance  (as  has  been  long 
required  for  continuing  state  programs 
under  title  V]);  specifies  the  basic 
elements  of  those  procedures  (which 
precisely  mirror  the  standard 
components  of  state  statutes):  and 
speciHes  a  for.,  jf  compliance  reports 
required  under  existing  agency 
responsibilities.  Consistent  with  the 
Department*s  investigative  guidelines. 
I  84.55(c)(2}  encourages  state  agenccb 
to  involve  Infant  Care  Review 
Committees  n  connection  with  the 
agencies*  actions  pursuant  to  its  state 
law  and  procedures. 

D.  EXPEDITED  ACCESS  TO  RECORDS 

The  final  rules  create  a  limited 
exception  to  the  Department's  existing 
regulations  pertaining  to  access  to 
sources  of  information.  The  existing 
regulation.  45  CFR  806(c).  made 
upplirable  to  section  504  cases  by  4b 
CFR  64.61.  states: 

Each  recipient  shall  permit  access  by  the 
rejip^nsible  Department  official  or  his 
designee*  during  norwcl  bfi>^ness  hours  lo 
such  of  its  books,  records,  accounts,  and 
other  sources  of  Information,  and  its  facilities 
as  may  t>e  pertinent  to  «ccert<iin  compliance 
With  this  part.  (Empha&is  supplied.) 

The  proposed  rules  included  a 
modification  to  specify  that  access  to 
pertinent  records  and  facilities  of  a 
recipient  *'shall  not  be  limited  to  normal 
business  hours  when,  in  the  judgnent  of 
the  responsible  Department  officidl. 
immediate  access  is  necessr  y  to  protect 
the  life  or  health  of  a  handicapped 
individual.**  The  final  rules  adopt  this 
change  in  18155(d). 

A  number  of  commenters  expressed 
supped  for  this  provision  as  essential  to 
aborts  to  save  li\*es.  Others  objected  on 
the  grounds  that  investigations  are 


402 


ERiC 


1623 


Federal  Register  /  Vol.  49>  No.  8  /  Thursday,  January  12>  1984  /  Rules  and  Regulatlo.  > 


highly  disruptive,  the  OCR  officials  are 
not  qualified  to  make  a  judgnient 
regarding  the  degree  of  danger  to  the  life 
or  health  of  a  handicapped  individual 
and  that  the  mxt  should  specify 
circumstancci  warranting  access  and 
procedures  applicable  to  investigutions 
after  norma!  busipess  hours. 

Response 

The  Department  views  this  as  a 
minor,  technical  clarification.  Access  to 
recipient  facilities  and  sources  of 
information  is  required  by  existing 
regulations  and  is  essential  for  the 
Department  to  carry  out  its  statutory 
obligation  to  determine  whether 
recipients  arc  in  compliunce  with  civil 
rights  laws.  The  provision  in  existing 
r^atlons  regarding  **normal  business 
hours**  if  nothing  more  than  a 
recogni(/on  that  many  recipients 
comluct  their  federally  assisted 
programs  and  activities  only  during 
those  hours. 

The  furnishing  of  inpatient  medical 
services,  however,  is  not  a  C;CO  a.m.  to 
.5K)0  pJTU,  Monday  through  Friday 
undertaking.  Rather,  the  "normal 
business  hours**  for  nurseries  and 
neonatal  Intensive  care  units  are  24 
hours  a  day.  seven  days  a  week.  The 
Department,  therefore,  has  the  authority 
to  seek  pertinent  records  at  any  time 
even  in  the  absence  of  this  revision. 
Nonetheless,  the  Department  adopts  this 
change  to  clarify  its  authority  and 
recipients*  obligations.  The  objections 
cxpiessed  regarding  this  provision  are 
substantially  the  tame  as  objections  to 
*nvestigative  procedures  gene  roily,  end 
are  discussed  in  section  H.  below. 

This  modiflcatton  makes  clear  where 
the  circumstances  indicate  a  rsk  of 
imminent,  irrevocable  hornn  due  to 
suspected  noncompliance,  the 
Department  will,  as  it  must,  initiutn 
immediute  action  to  determine 
compliance. 

E.  EXPEDITED  ACI'IOS  TO  EFFECT 
COMPUANCE 

The  final  rules  include  a  slighi 
revision  to  existing  regulatory 
procedures  concerning  remedies  for 
noncompliance.  Existing  regulations,  45 
CFR  80.8(a)  and  (d)  (made  applicable  to 
section  504  cases  by  45  CFR  84.B1), 
provide: 

If  there  apj:-  arv  to  be  u  fjilure  or  a 
threatened  failure  to  comply  with  ihis 
r«gutation . . .  compliance  with  this  part  may 
be  effected  by  the  luipention  or  torminnUon 
nf  07  rcfufsl  to  grant  or  to  continue  Fednral 
Hnandal  aiiistance  or  by  any  other  meunw 
authorized  by  law.  Such  other  means  may 
inciude . . .  •  reference  to  the  Department  of 
Suitic^  with  •  reuommendation  thai 
appropriate  prooecdinga  be  brought  to 


enforce  ony  Hghti  of  the  United  States  under 
any  law  of  the  United  St}*t'.r<. . .  or  any 
aiturance  or  other  cortrnctual 
undertaking. .  .  . 

No  action  to  effect  compliance  by  any 
other  means  etithoriied  by  law  shall  be  taken 
until  (1)  the  responsible  Department  ofiictal 
hits  determined  compliance  cannot  be 
secured  by  voluntary  means,  (2)  the  recipient 
or  other  person  has  been  notified  of  Its  failure 
to  comply  and  of  the  action  to  be  tdken  to 
effect  compliance,  and  (3)  the  expirctlon  of  at 
letftt  10  days  from  the  mailing  of  such  notice 
to  the  recipient  or  other  person. 

The  proposed  rule  included  a  provision 
that  the  normal  requirement  of/TOviding 
10*days  notice  **shall  not  apph  when,  in 
the  judgment  of  the  responsibU 
Department  official,  immedial  jmcdial 
action  Is  necessary  to  proteci  the  life  or 
health  of  a  handicapped  individual.*' 
The  final  rule,  in  i  84.53(e),  adopts  this 
revision. 

A  number  of  commenters  expressed 
support  for  this  provision  as  esbential  to 
efKirts  to  save  lives;  others  objected 
becAuse  the  rule  did  not  identify 
standards  for  waiving  the  l\>*day  notice 
or  alternate  procedure  to  be  followed. 

Rcsponae 

llie  Department  considers  this  a 
minor,  technical  change.  The  10-day 
notice  was  designed  to  facilitate  pursuit 
of  informal  compliance  in  circumstances 
where  noncompliance  dM  not 
imminently  threaten  lives.  The  failure  to 
provide  nourishment  or  treatment  to  a 
handicapped  infant,  however,  may  have 
such  a  consequence. 

As  a  matter  of  legal  interpretation,  the 
Department  believes  the  normal  10-day 
notice  rule  would*  even  absent  the 
proposed  change,  be  inapplicable  in  a 
case  where  the  government  seeks  a 
tcmpc'rsiy  restraining  order  to  sustain 
the  life  of  a  handicpp?*d  infant  in 
imminent  danger  of  deail:  Such  actions 
woula  often  be  for  the  purpose  of 
preserving  the  status  quo,  such  as  by 
continuing  the  provision  of  nourishment 
and  routine  care,  pending  a  more 
definitive  determination  of  compliance 
or  noncompliance  with  section  5G4. 
rather  than  "to  effect  compliance'* 
following  a  determination  of 
noncompliance.  In  addition,  the 
Department  believes  federal  judges 
would  be  appropriately  loathe  to  allow 
minor  procedural  technicalities  to.defeat 
totnlly  the  accomplishment  of  the 
statutory  purpose.  Nonetheless,  the 
DppHrtment  proposed  this  limited 
exrcption  to  the  normal  10-day  notice 
rule  to  clarify  its  authorities  and 
corresponding  recipient  responsibilities. 

Ilie  determination  of  the  need  to 
waive  the  10-day  notice  will  be  made  in 
accordance  with  the  standard 


investigative  procedures,  explained  in 
sectiyn  H,  below.  Concerning  alternate 
notice  procedures,  the  final  rule 
provides  that  oral  or  written  notice  will 
be  provided  as  soon  as  practicable. 

r.  GUIDELINES  RELATING  TO 
HEALTH  CARE  FOR  HAhJiCAPPF'J 
INFANTS 

Most  of  the  comments  submitted 
during  the  comment  period  dealt  with 
issues  well  beyond  the  specific 
provisions  of  the  proposed  rules,  such  as 
"the  applicability  of  section  504  to  this 
subject  matter  and  the  Department's 
ser/don  504  enforcement  process. 

Like  the  pr  .>osed  rules,  the  final  rules 
contain  four  discrete  requirements 
applicable  to  recipients  of  Federal 
financial  assistance.  First,  hospitals 
must  post  an  informational  notice. 
Second,  the  normal  10-day  notice  before 
Initiating  action  to  effect  compliance  can 
be  waived  when  immediate  action  is 
necessary.  Third,  access  by  the 
Department  to  pertinent  records  and 
fsnilili'??  can  be  obtained  after  **nornial 
business  hours"  when  immediate  access 
in  .-necessary.  Fourth,  state  child 
prciective  services  agencies  must 
establish  procedures  to  utilize  their  full 
authority  under  state  law  to  prevent 
medical  neglect  of  handicapped  infants. 

To  bring  these  specific  provisions 
further  back  into  focus,  it  is  useful  to 
note  what  the  final  rules,  like  the 
proposed  rules,  do  not  do.  They  do  not 
establish  the  applicability  of  sectio''  504 
to  the  provision  of  health  care  to 
handicapped  infants.  The  applicability 
of  section  504  Is  already  established  by 
the  statute  and  the  existing  HHS 
regulations.  They  do  not  establish  the 
authority  or  procedures  of  HHS  to 
investigate  reports  of  suspected 
noncompliance  with  section  504. 
Authority  and  procedures  arc  already 
established  by  the  statute,  existing 
regulations  and  administrative 
practices.  They  do  not  establish  a  toll- 
free  telephone  number,  which  has  bf»en 
established  and  is  in  operation. 
Altliough  most  of  the  conlroversy 
*;onccniing  the  rules  relates  to  the 
broader  Issues,  the  mandatory  aspects 
of  the  final  rules  deal  only  with  several 
discrete  points. 

Nonetheless,  many  of  the  comments 
relating  to  the  broader  issues  were 
highly  relevant  and  valuable.  Other 
comments  on  the  broader  issues 
reflected  a  lack  of  understanding  of  how 
the  Department  interprets  the 
applicability  of  section  504  in  this  area 
and  the  Department's  compliance 
procedures.  To  clarify  these  issues,  the 
final  rules  include  an  appendix,  which 
sets  forth  guidelines  relating  to  health 
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care  for  hundicapped  infants,  thii 
appendix  includes  interpretative 
jjuidelincs  reUting  to  the  applicability  of 
section  5W  and  guidelines  for  HH5 
investigations  in  this  area.lheae 
guidelines  do  not  independently 
establish  rules  of  conduct  or  substantive 
ni     ^nd  responsibilities,  which  are 
established  by  the  statute  and  existing 
regulations.  The  Department  will  apply 
these  guidelines  flexibly  to  take  into 
account  the  circumstances  presented  in 
each  case  regarding  both  the 
determination  of  compliance  or 
noncompliance  and  the*  conduct  of  ihc 
investigation.  These  guidelines  are  set 
forth  as  an  appendix  to  the  final  rules 
simply  to  tisit t  recipients  and  the  public 
in  understanding  the  Department's 
general  interpretations  and  procedures. 
This  appendix  becomes  a  part  of  the 
permanent  Code  of  Federal  Ragulations. 

G.  INTERPRETATIVE GUIDEUNBS 
RELA  TING  TO  THE  APPUCABIUTY 
OFSECTION504 

Medically  BenefichI  Treolmant 

As  stated  in  the  preamble  to  the 
proposed  rules,  the  Department 
interprets  section  504  as  requiring  that 
medically  bencHdal  treatment  not  be 
withheld,  solely  on  the  basis  of 
handicap.       a  handicapped  infant. 

Three  of  the  questions  on  which  the 
|uiy  5  notice  of  proposed  rulemaking 
^pecificdDy  solicited  comments ' 
concerned  the  issue  of  medically 
brnencial  treatment  as  the  standard  lo 
guide  treatment  decisions,  including 
further  explanations  that  would  assist 
health  cure  providers  and  the  public  in 
understanding  the  requirements  of 
Section  504.  Implications  concerning 
cost  and  the  allocation  of  medical 
resources,  and  the  impact  of  perceived 
economic,  emotional  and  marital  effects 
on  patents. 

Among  commenfers  supporting  the 
standard  of  providing  medicaily 
bcr,i>fit:i:jl  treatment  was  the  Down's 
Syndrome  Congress: 

St»me  children  moy  be  unwanted  by  their 
parents. .  .  .Tha  Down's  Syndrone  Congress 
dofs  nut       to  juclge  those  parents  who  do 
ntii  feel  thai  ihey  Car  adequHiely  pnrent 
In^criuse  of  the  handi.-^p.  Rathei.  we  seek  to 
mtike  available  thot^V  adoption  homes  that 
want  children  wh^lnave  Down'v  syndrome. 

Also  typical  of  comments  in  support 
of  the  standard  of  providing  medically 
beneficial  treatment  was  the  comment 
of  the  Association  for  Retarded  Citizens: 

No  quality  of  life  or  other  such 
confidcrations  are  acceptable  to  tha  ARC 
Although  we  sre  primarily  a  parent  » 
orgunlration  and  many  ARC  members  have 
had  slgnSficant  difficulty  (financial. 
emotlcnHl.  etc.)  raising  their  rrantally 
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retarded  child.  w«  (;om«  down  sironulv  on  :he 
side  of  the  child. 

Available  medical  and  other  Itchnology  is 
not  able  to  fully  predict  the  future  capacity  of 
most  mentally  retarded  childrfln.  cspeciaily  In 
the  firsi  days  and  weeks  of  life.  Our  members 
can  cite  numerous  examplrn  of  Improper  and 
wrong  advice  given  lo  them  by  physicians 
about  the  future  capacities  of  thi-lr  rhildren. 

A  number  of  commenters  argued  that 
the  medically  beneficial  treatment 
standard  is  inappropriate.  For  example, 
the  Department  receiv  d  the  followinp 
comment  from  a  Texas  physician: 

INjot  only  ts  the  "very  strict  standard* 
advocated  by  the  iVcsident**  Commission 
"not  being  uniformlv  followed.**  |as  stated  in 
the  HHS  July  5  NI^RMJ  it  in  probably  dose  to 
uniformly  not  being  followed.  The  "very  strict 
fctandard"  the  Secretary  of  Health  and 
Human  Ser>ice8  Is  trying  to  foi.it  on  the 
medical  community  Is  contrary  to  the  usual 
practices  of  ihac  community.  (Kriphasia  in 
oHitlnal.) 

Similarly,  the  following  comment  was 
submitted  by  an  Alabama  physician: 

Recently  J  have  tn  itedal3*montho}d 
hiack  child  who  has  congenital  heart  disease, 
spastic  encephalopathy,  vomiting.  rcpra;cd 
bouts  of  bilateral  pneumonia.  Internal  squint 
of  the  left  eyc\  and  mental  deficiency.  He  is 
Ohe  of  the  thousa^ds  of  children  mHu  aro  the 
victims  of  the  neonatal  intensive  care  units 
located  in  every  medical  center.  He  was  bom 
premature,  weighing  two  pounds  and  ten 
Quntes.  With  modem  treatment  and 
msirumep'is'ije  survived  These  children  ha>e 
no  futuTft  and  ore  a  terrible  burden  on  ihoir 
parents  ind  this  na>Ion. 

'  •  •  What  good  Id  il  treaMng  Iheio 
pn^maiure  babies?  Will  it  not  be  belter  if  (hey 
are  left  lo  die?  •  *  *  Weartfcompoundinfi 
our  problems  by  bringing  ip  1  life  thousands 
of  congenitully  sick  babies    lich  nature  has 
rejiCied. 

A  number  of  commenters.  particularly 
medical  organizations,  su^jgested 
different  articulati-.ns  of  standards.  For 
example,  the  American  Medical 
Association  combines  a  number  of 
notions  m  articulating  the  standard  to  be 
applied,  including  consideration  of 
•'Cfualilyoflife'  ,  and  deference  to 
parental  decisions  unless  there  is 
''convincing  evidence  lo  the  contrary." 
The  fiill  text  of  the  AMA  position  is  as 
follows: 

QUAUrry  of  UFE  in  the  making  of 
declaions  for  th«  treatment  of  seriously 
deformed  newborns  or  persons  who  arc 
severely  deteriorated  victims  of  injury.  Illness 
or  advanced  age.  the  primery  consideration 
t:hould  be  what  Is  best  for  the  Individual 
patient  and  not  the  avoidance  of  a  burden  to 
the  family  or  to  society.  Quality  of  life  is  a 
factor  to  be  considered  In  determining  what 
is  best  for  the  individual.  Life  should  be 
cherished  despite  dlsablliUes  and  handicaps, 
except  when  prolongation  would  tie 
inhumane  and  unconscionable.  Under  these 
circumstances,  witholding  or  removing  life 


siippctrting  means  Is  ethical  provided  thai  iho 
normal  care  given  an  Indivlduiil  who  is  ill  is 
not  discontinued,  in  desperate  siluatiom< 
Involving  newborns,  the  advice  and  judgmuin 
of  :he  physician  should  be  readily  availahir 
but  the  decision  whether  to  exert  maximal 
efforts  to  sustain  life  should  he  the  choice  of 
the  pawnts-Thc  parents  should  be  told  Ihr 
options,  expected  benefits,  ri  *  <  and  limits  of 
any  proposed  care:  how  th*.       itlal  for 
human  relationships  Is  affected  by  the 
infant's  cnnditicn;  and  relci'^nt  fnfnrmatmn 
ar.d  answers  to  their  que  The 
presumption  is  that  the  love  which  parents 
usually  have  for  their  children  will  be 
dominant  In  the  decisions  which  they  maki» 
in  Uetermming  what  Is  tn  the  best  Intereat  of 
their  children.  It  Is  to  be  expected  that 
parents  will  act  unselfishly,  partlculariy 
where  life  Itself  Is  at  stake.  Unless  there  Is 
convincing  evidence  to  the  contrary.  parenJul 
authority  should  be  re.<ipected. 

Another  articulation  of  standards, 
submitted  by  the  Biomedical  Ethics 
Committee  of  the  University  of 
Minnesota  Hospitals,  includes  the 
following  ethical  principles: 

When  the  burden  of  treetment  lacks 
compensating  benefit  or  treatment  Is  futile, 
the  parentis}  and  attending  physician  need 
not  continue  or  pursue  it. 

Therapies  lack  compenesting  benefit  when: 
ta)  Ihey  scrva  merely  to  prolong  the  dying 
process:  (b)  the  infant  suffers  from 
intolerable.  intrdCtable  pain,  which  cannot  be 
alleviated  by  medical  treatment:  (c)  the  infant 
will  be  unable  to  participate  even  minimatl> 
in  human  experience. 

Probably  the  most  poignant  comments 
icgarding  the  standard  which  should  be 
applied  relating  to  the  provision  of 
medical  care  to  handicapped  infants 
were  submitted  by  parents  of 
handicapped  children.  Of  100 
commenters  who  identified  themselves 
as  p&rents  of  handicapped  persons,  85 
supported  the  proposed  rule  and  five 
oppo:jed  it.  Fron:  a  Montana  mother: 

My  daughter  Keough  was  bom  In 
November  1980  with  Down's  syndrone  and  a 
host  of  birth  defects  In  her  digestive  systent 
similar  1 0  teby  Doe's  problems  •  •  'Twenty 
minutes  after  her  birth  pur  then  pediotriciun 
offered  to  let  her  starve  in  the  hospital 
nursery  •  •  • 

"  '  'There  are  times  when  I  am  getting  up 
for  the  tenth  time  duH^lg  the  night  to  suction 
my  daughter's  trach  tube  so  she  can  breathe 
that  I  would  3lve  aiiythlng  not  to  have  to  deal 
with  the  situation,  but  I  will  never  regret 
having  her  as  pert  of  the  family. 

From  a  mother  and  father,  both 
physiclani,  in  California: 

|AJs  the  parents  of  an  eight*year-oId  boy 
with  Down's  Syndrome,  who  suffers  from 
marked  retardation  and  a  severe  cardio- 
pulmonary condiTiu.1.  wa  do  appreciate  both 
the  deep  anguish  «nd  the  countless  Joys  that 
derive  from  caring  for    d  caring  about  a 
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severely  handictppcd  child.      There  it  no 
limit  set  on  the  itmnfUV  the  growth  and  the 
fulfillment  that  hit  love  contlnuct  to  bring  ut 
every  day  For  hit  take  and  for  Uie  sake  of  ell 
the  handicapped  newbomi  It  It  urgent  that 
tafeguardt  be  enacted.  Ut  merciful  ciring. 
not  mercy-killing,  be  our  answer  to  their 
m^edt. 

Another  dimension  of  the  comments 
concerning  the  interpretation  of  section 
501  at  reauiring  that  medically 
bencnciul  tretlment  not  be  withheld 
tolely  on  thebasit  o'/ handicap  relates 
to  the  difficulty  of  determining  the 
'**medically  beneficial  treatment.**  As 
stated  by  the  Children's  Hospital  of 
Boatom 

(The  NPRMl  ttstes  that  the  denial  of 
treatment  where  there  it  no  medical  benefit 
to  the  individual  would  not  be  ditcriminatory 
because  the  irtdividual  would  not  bo  a 
"qualiHed  bandicopped  person"  within  the 
meunint  of  tectioa  S04.     .  (A  problem  with 
thit  analysis  is  th«|l  It  relies  oc  outcome 
«whkii  csnnot  always  be  predicted  or,  even  If 
pmUded  la  not  always  accurate,  may  be 
affected  by  other  factors,  and  may  not  even 
be  known  for  an  indeterminate  tlmo.  If 
section  504  it  to  provide  guidance  in 
treatment  tituations,  itt  applicability  should 
be  known  at  the  outset  Otherwise  staff  wiH 
be  tubjected  to  an  after thc  fact  scrutiny 
which  may  well  be  inaccurate  and 
opprettive. 

Another  comment  regarding  the  role 
of  medical  judgements  watt  submitted  hy 
presiding  ludge  John  C.  Baker,  Monroe 
Superior  Court,  Division  111,  the  ludge 
who  decided  the  Bloomingtom  Infant 
Doe  cHSc: 

The  question  in  the  Infar*  ou  cants  was. 
when  parentt  are  confronted  with  two 
competent  medical  opinions,  cne  suggesting 
thiit  corrocUve  syrgety  may  be  sppropriate 
and  the  othtr  suggef  ting  that  corrective 
surgery  and  extraordinary  meaturcs  would 
only  be  futll9  acts,  does  the  law  allow  the 
{jarcntt  to  select  which  medical  course  to 
fi)lIowf  It  was  the  decision  of  the  Indiana 
CoHtl  that  tht  law  provided  the  par^ntJi  wlih 
thi'  rt  sponsibility  of  choosing  which  medlc-il 
course  to  follow  without  governmental 
Intervention. 

Rnsponse 

The  Dcpurtmcnt's  position  remains 
unchanged.  Section  504  provides: 

No  otherwise  Quaimcd  hsndlcapped 
Individual      thall  tolely  by  reason  of  hit 
handicap,  be  excluded  from  participation,  be 
t\c.nU,^  the  bencfltt  of,  or  be  tubjcct  to 
diii.rinilnalIon  under  any  program  or  activity 
receiving  Federal  financial  assistance. . 

The  statute  dePmes  a  *'handictJppod 
individual**  az: 

Any  person  who  (i)  has  a  physical  or 
menial  impairment  which  substantially  limits 
one  or  more  of  such  person  s  ma  {or  life 
^  activities,      or  (iii)  is  regarded  as  having 
swch  an  impairment. 


A  key  issue  in  applying  section  504  in 
any  context  is  that  the  handicapped 
Individual  who  is  allegedly  excluded 
from  participation  in,  denied  the 
benefits  of.  or  subject  to  discriminution 
under  a  federally  assisted  program  or 
activity  be  **otherwlse  qualined'*  to 
participate  in,  or  benePit  from,  the 
program  or  activity,  in  spite  of  his  or  her 
handlccp.  In  the  context  of  receiving 
medical  care,  the  ability  to  benefit  for  a 
handicapped  person  it  the  ability  to 
benefit  medically  from  treatment  or 
tervices.  If  the  handicapped  person  is 
able  to  benefit  medically  from  the 
treatment  or  service,  in  tplte  of  the 
person*t  present  or  anticipated  phvsical 
or  mental  Impairments,  the  Indlvloual  Is 
"otherwise  qualified**  to  receive  that 
treatment  or  service,  and  it  may  not  be 
denied  tolely  on  the  batis  of  the 
handicap. 

Therefore,  the  analytical  framework 
under  the  statute  for  applying  section 
504  in  tha  context  of  health  care  for 
handiciipped  infants  U  that  health  care 
providers  may  not,  solely  on  the  basis  of 
pretent  or  anticipated  physical  or 
mental  impairments  of  an  infant, 
withhold  treatment  or  nourishment  from 
the  Infant  who,  in  spite  of  such 
impairments,  will  medically  benefit  from 
the  treatment  or  nourishment. 

Not  only  is  this  analytical  framework 
directed  by  the  statute,  the  Department 
believes, the  medically  hf^neficial 
treatment  tiandard  is  the  appropriate 
guiding  principle  for  providing  health 
care  services  to  handicapped  infants. 
The  Department  agrees  with  the 
i^sident*s  Commission  that  **if  ^s  all  too 
easy  to  undervalue  the  lives  of 
handicapped  Infants,**  and  that  It  is 
"ImperatJvp  to  counteract  this**  by 
excluding  "consideration  of  the  negutive 
effects  of  an  Impaired  child's  life  on 
olher  persons'*  and  to  treat  handicapped 
infants  "no  less  vigorously  than  their 
healthy  peers,** 

The  Department  also  agrees  with  the 
essential  principle  contained  in  the  joint 
statement  of  November  29, 1963,  by  the 
coalition  of  medical  groups  and 
disability  organizations,  including  the 
American  Academy  of  Pediatrics,  the 
National  Association  of  Children's 
Hospitals  and  Relatrd  Institutions,  the 
association  for  Retarded  Citizens,  the 
Spina  BIFida  Association  of  America, 
and  others: 

When  medical  care  Is  clearly  bcnei     !.  It 
should  always  be  provided.  ...  Hie 
Individcars  medical  condition  should  be  the 
solo  focus  of  the  decision. 

Consistent  with  the  recommendations 
of  the  PreBident*s  Commission  and  the 
principles  agreed  to  by  the  coalition  of 
medical  and  disability  groups. 


paragraphs  (1),  (2)  and  (3)  of  ftcction  (a) 
of  the  appendix  state  the  basic 
lnterprclfi:tlve  guidelines  of  the 
Dnpartmcnt  for  applying  section  504  in 
this  context.  These  interpretative 
guidelines  make  clear  that  health  care 
providers  may  not,  solely  on  the  basis  of 
present  or  anticipated  physical  or 
mental  impairments  of  an  InfanL 
withltold  Ireatmer.c  or  nourishment  front 
the  Infant,  who.  In  spite  of  such 
impairt'Tonts,  will  medically  bcneHt  from 
the  treatment  or  nourishment.  They  also 
made  clear  that  futile  ireaUnents  or 
treatments  that  will  do  no  more  than 
temporarily  prolong  the  act  of  dying  of  a 
terminally  ill  infant  are  not  required  by 
section  504,  and  that,  in  determining 
whether  certain  possible  treatments  will 
be  medically  beneficial  to  an  infant, 
reasonable  medical  judgments  in 
selecting  among  alternative  courses  of 
treatment  will  be  respected.  TV 
principle  of  respectiiijg  reasonable 
medical  Judgments  reflects  tlw 
Department's  recognition  that  in  many 
cases  the  process  of  medical 
decisionmaking  is  not  mechanical  and 
precise.  Analyses  of  medical  risks, 
medical  benefits,  possible  outcomes, 
complications,  and  the  like  require 
experience  and  judgments.  Most  of  all 
they  must  be  Qpeclflcally  based  on  the 
actual  circumstances  presented  In  any 
given  case.  The  statutory  framework 
does  not  provide  for,  nor  will  the 
Department  seek  to  engage  la  second- 
guessing  of  reasonable  medical 
judgments  regarding  medically 
beneficial  care. 

Tho  principle  of  respecting  reasonabl'i 
mediciil  jud^ents  in  the  context  of 
applying  section  504  Is  also  consistent 
with  analogous  case  law.  For  example, 
tho  Supreme  Court  has  made  it  clear 
that  the  appllcctlon  of  constitutional 
protections  do  not  interfere  with  bona 
ffdc  medical  judgments  so  as  to 
authorize  a  court  •*to  specify  which  of 
several  professionally  acceptable 
[troutmont]  choices  should  have  been 
made.**  Youngbej^  v.  Romeo,  457  U.S. 
307, 321  (1982). 

ffowevor,  the  Department  also 
recognizes  that  not  every  opinion 
expressed  by  a  doctor  automatically 
qualifies  as  a  reasonable  medical 
judgment.  For  example*  a  doctor's 
opinion  thut  available  corrective  surgery 
to  cave  ihe  life  of  a  Down*s  syndrome 
infant  should  be  withheld  is  contrary  to 
the  opinion  of  the  President's 
Commission  and  comments  submitted  to 
tha  Department  by  the  American 
Academy  of  Pediatrics,  the  National 
Association  of  Children*s  Hospitals  and 
Rolatod  Institutions,  and  other  medical 
organizations.  It  is  not  within  the 
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boundi  of  reasonable  medical  Judgmem 
and  is  not  entitled  to  deference. 

Porento!  Decishm 

A  number  of  commenters  argued  that 
the  Department's  analysis  of  section 
504*a  applicability  fails  to  take  into 
account  the  lack  of  authority  hospitals 
and  physicians  have  to  perform 
treatment  to  which  the  parents  have  not 
consented.  Some  commenters  expressed 
a  belief  that  the  Department  purports  to 
require  physicians  and  hospitals 
unilaterally  to  overrule  parental 
decisions.  As  stated  by  the  American 
Medical  Association: 

if  sedioo  504  it  applied  at  the  Department 
c^imt  it  thouM  be,  phytlclant  and  hotpltalt 
wHi  bt  rsquliw)  to  tr«at  a  baodicappad  infant 
in  all  caiet,  rtf  srdless  of  parental  consent 
fcr  fear  of  sanctions  allegedly  authorized  by 
section  504. 

Similarly,  the  National  Asssociation 
of  Children'a  Hospitals  and  Related 
Institutions  stated: 

Nor  doH  the  rule  recognise  that.  In  lieu  of 
iTKUcations  to  the  contraiy.  decisions  of  care 
of  tha  infant  made  b^f  tbesa  partntf,  based  on 
their  determlnstlon  a'  the  child's  best 
interest  are  theirs  to  make,  a  right  and 
responsibility  assigned  to  them  universally 
by  state  (tfitute.  . .  , 

Also  in  connection  with  the  issue  of  a 
reciplant's  Mction  504rasponsibiliaes  in 
cases  where  parents  refuse  to  consent  to 
medically  beneficial  treatment  a 
number  of  commenters  criticized  a 
statement  included  in  the  Department's 
May  18  notice' to  health  care  providers 
that: 

Health  Care  providers  thould  not  aid  a 
decision  by  the  infant's  parents  or  guardian 
to  withhold  treatment  or  nourithment 
discrimlnstorily  by  allowing  the  Infant  to 
rsmin  in  the  intUtutlon. 

The  criticism  was  that  to  dlschKige  the 
infant,  as  the  statement  implied  the 
hospital  should  do,  would  be  unlikely  to 
advance  the  objective  of  assuring  that 
the  infant  receive  medically  beneficial 
treatment 

Response 

The  Department's  position  has  been« 
and  continues  to  be,  that  the  lock  of 
parental  consent  does  have  an  impact 
on  a  recipient  hospital's  section  504 
responsibilities,  but  that  the  lack  of 
parental  coxisent  to  provide  particular 
treatment  does  not  remove  from 
hospitals  the  obligation  to  operate  other 
aspects  of  their  projpram  without 
discrimination. 

Although  the  need  may  not  arise 
frequently,  it  is  an  accepted  part  of  the 
operation  of  hospitals  to  contest  the 
denial  of  parental  consent  when  such  a 
decision  is  not  in  the  best  interest  of  a 
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child.  Most  hospitals  have  established 
procedures  to  petition  courts  to  order 
medical  care  when  parents  do  not 
provide  consent  for  treatment  that  is 
medically  needed  and  appropriate. 

In  addition  to  the  internal  hospital 
procedures,  stat?  laws  generally 
establish  responsibilities  of  health  care 
professionals  where  treatment  is  being 
withheld  because  of  improper  denial  of 
parental  consent  Heal'h  care 
professionals  are  generally  required  by 
state  law  to  report  cases  of  abuse, 
neglect  or  other  threats  to  a  child's 
health.  These  laws,  whether  explicitly  or 
implicitly,  include  the  dc.iial  of  needed 
medical  treatment  as  an  event  requiring 
reporting. 

The  requirement  that  health  care 
providers  report  Jnstanccv  of  improper 
denial  of  medical  care  is  no  less  a  part 
of  their  program  than  is  ihe  provision  of 
care  itself.  Both  arise  from  the 
recipients*s  program  of  administering  to 
the  medical  interests  of  its  patients. 
Section  504  prohibits  discrimination  on 
the  basis  of  handicap  in  the  operation  of 
federally  assisted  programs  and 
activities.  Thus,  a  recipient  that,  as  a 
matter  of  practice  cr  law,  reports  to 
State  authorities  the  withholding  of 
needed  medical  treatment  from  an 
Infant  may  not  deny  the  same  service  or 
benefit  to  a  qualified  handicapped  infant 
because  the  infant  is  handicapped. 

Section  504  applies  only  to  programs 
or  activities  receiving  federal  Hnancial 
assistance:  it  does  not  apply  to 
decisions  made  by  parents.  Where  a 
non-treatment  decision,  no  matter  how 
discriminatory,  is  made  by  parents, 
rather  than  by  the  hospital,  section  504 
does  not  mandate  that  the  hospital 
unilaterally  oven  jle  the  parental 
decision  and  provide  treatment 
notwithstanding  the  lack  of  consent  But 
it  does  require  that  recipient  hospitals 
not  fail,  on  the  basis  of  handicap,  to 
report  the  apparently  improper  parental 
decision  to  the  appropriate  State  . 
authorities,  or  to  seek  judicial  review 
itself,  so  as  to  trigger  the  system 
provided  by  State  law  to  determine 
whether  the  parental  decision  should  be 
honored.  Action  by  hospitals  to  seek 
Judicial  reNiew  is  not  uncommon  in 
cases  when),  for  example,  parents  have 
objected  on  religious  grounds  to  a 
medically  necessary  blood  transfusion 
for  their  child. 

The  Department  agrees  with  the 
criticism  of  the  sentence  in  the  May  18. 
1982  notice.  This  statement  reflected  a 
recognition  by  the  Department  that 
section  504  does  not  require  hospitals 
unilaterally  to  overrule  parental 
decisions,  and  that  hospitals  cannot 
provide  treatment  without  parental 
consent  The  point  should  have  been 


better  stated  that  a  recipient  hospitnl 
may  not  blindly  implement  improper 
and  discriminatory  parental  decisions. 
Rather,  the  hospital  should  resort  to  the 
system  provided  by  state  law  to 
determine  whether  a  parental  decision 
should  be  implemented. 

Therefore,  the  proper  analysis  of  the 
applicability  of  section  504  In  cases 
where  the  failure  to  provide  medically 
indicated  treatment  is  due  to  a  lack  of 
parental  consent  is  that  a  recipient 
hospital  is  not  required  to  seek  to 
unilaterally  overrule  the  parents,  but  it 
must  adhere  to  the  standard  practice,  as 
required  by  state  law.  to  make  a  report 
to  the  state  agency  charged  under  state 
law  with  responsibility  to  initiate  the 
determination  as  to  whether  the 
parental  decision  was  proper,  or  to  seek 
judicial  re'/..^w  itself,  lliis  interpretative 
guideline  is  set  forth  in  section  (a](4)  of 
the  ap]>endix. 

Rather  than  representing  an  improper 
Federal  government  attempt  to 
''question  and  overturn  the  decisions  of 
parents  ccnc2mlng  their  children's 
medical  treatment**  the  Department  is 
simply  requiring  that  the  long-standing 
requirements  and  mechanisms  o! state 
law  for  defming  the  limits  of  parental 
authority  not  be  rendered,  through 
discriminatory  actions  of  recipient 
hospitals,  defac'.o  inoperative. 

Examples 

The  fuly  5  proposed  rule  was 
accompanied  by  an  appendix  explaining 
the  manner  in  which  8ection'504  applies 
to  the  provision  of  heahh  care  services 
to  handicapped  infants  and  providing 
several  examples  of  its  applicability  to 
particular  factual  situations.  A  number 
of  commen.srs  criticized  statements 
contained  in  that  appendix.  Criticisms 
and  comments  were  as  follows:  (a)  Use 
of  phrases  such  as  "futile  therapies", 
"services  generally  provided'*,  and 
"dubious  medical  benefit"  are 
ambiguous,  (b)  The  characterizutlon  of 
the  infants  with  intracranial  hemorrh?^ 
as  analogous  to  anencephaly  is 
incorrect.  Intracranial  hemorrhages  vary 
greatly  in  severity,  and  are  generally 
treatable  and  treated,  (c)  The  American 
Society  for  Parenteral  and  Enteral 
Nutrition  stated  that  although  there  are 
no  circumstances  Justifying 
"withholding  oral  feeding  through  a 
working  digestive  tract  in  any  patient 
capable  of  digesting  food,  in  whole  or  in 
part."  there  may  be  'limited 
circumstances"  in  which  not  providing 
nourishment  through  Intravenous  means 
'*may  be  appropriate."  (dj  The  appendix 
does  not  indicate  the  appropriate  care 
for  infants  who  have  conditions  with 
prognoses  worse  than  Down's  syndrome 
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but  let!  severe  than  anencephaly,  such 
as  Trisomy  18,  Trisomy  13, 
Holoprosenccphaly.  Kydranencephaly, 
Come!li  de  Lange  Syndrome,  and  many 
oUiert. 

(e)  "It  would  be  impossible  to  develop 
a  complete  list  of  handicaps  to  which 
the  regulations  apply.  The  limited  ability 
to  predict  outcomes,  and  the  rapid 
changes  in  diagnostic  and  therapeutic 
modalities  make  such  a  goal  wholly 
impracticable.*' 

Response 

The  application  of  constitutionl  and 
statutory  civil  rights  proteolioni  in 
scores  of  contexts  is  difficult.  A  glance 
at  the  Supreme  Court's  docket  confirms 
this,  as  every  year  difficult  issues  are 
presented  to  the  Ccorl  for  resolution. 
These  cases  often  produce  split 
decisions  and  multiple  opinions. 

Hierefore,  it  ia  to  be  expected  that 
definitive  statements  on  various 
dimensions  of  the  applicability  of  the 
handicapped  discrimination  law  in 
connection  with  health  care  for 
handicapped  infants,  a  subject  no  less 
difficult  than  many  other  aspects  of  civil 
rights  law.  would  be  few. The 
imprudence  of  seeking  to  speculate  on 
the  outcome  of  applying  section  504  in  a 
wide  variety  of  specific  factual 
clrcum'stances  wastinderscored  by 
some  of  the  comments  received. 

Keeping  in  mind  the  utility  of 
providing  some  examples  to  assist  in 
understanding  the  analytical  framework 
of  the  statute,  but  also  the  n  2d  to  allow 
individualized  attention  to  specific 
factual  circumstances,  the  guidelines 
included  in  the  appendix  (section  (al(5)l 
set  forth  examples  dealing  with  Down's 
ayndrome.  spina  bifida,  anencephaly. 
and  extreme  prematurity. 

The  Department  agrees  with  the 
comment  that  it  would  be  impossible  to 
establish  a  specific  list  of  all 
handicapping  conditions  and  the  proper 
treatment  in  each  case.  None  of  the 
comme^Jters  who  perceived  ambiguities 
had  convincing  answers  to  the  questions 
they  raised. 

it  is  appropriate  that  the  law  (and  thus 
the  government)  does  not  prospectively 
and  unequivocally  answer  every 
hypothetical  question.  In  many  cases, 
the  law.  like  medical  treatment,  can  only 
be  applied  on  a  case-by^case  basis  with 
a  fuii  appreciation  for  the  facts 
presented. 

9ut  it  is  al^o  appropriate  that  the  law 
an  J  government  have  an  analytical 
framework  for  approaching  the  issue 
and  a  procedural  frameworic  for  seeking, 
in  cooperation  with  the  medical 
community  and  advocacy  groups,  to 
narrow  the  '*gray  area."  The  final  rules 


seek  to  do  no  more,  and  importantly,  no 
less. 

H.  GUIDEUNESFOR  HHS 
INVESTIGATIONS  RELATING  TO 
HEALTH  CARE  FOR  HANDICAPPED 
INFANTS 

Conduct  of  Investigations 

The  July  5  notice  of  proposed 
rulemaking  solicited  comments  on  HHS 
investigative  procedures.  A  number  of 
commenters  argued  that  OCR  complaint 
investigations  are  highly  disruptive.  The 
primary  concerns  expressed  in  this 
regard  were; 

(a)  Due  to  the  complexity  of  the 
subject  matter,  there  are  many 
erroneous  complaintc,  either  by  well- 
intentioned,  but  ill-informed,  persons  or 
by  disgruntled  employees. 

(b)  Anonymous  calls  are  not  reliable, 
(cl  Invtstlgatlons  monopolize  tha  tima 

of  pnysicians,  nurses  and  other  hospital 
staff,  and  make  medical  records,  while 
under  review  by  OCR  investigators, 
unavailable. 

(d)  Investigations  carry  with  them  the 
potential  for  sensational  media 
coverage,  which  can  unjustly  damage 
the  good  reputations  of  parents, 
hospitals  and  health  care  professionals. 

(e)  The  presence  of  OCR  investigators 
is  likely  to  frighten  other  infants'  parents 
who  will  assume  that,  because 
Investigators  are  present,  the  hospital 
must  be  guilty  of  improper  conduct. 

Response 

Although  some  potential  for 
inconvenience  or  disruption  exists  in 
connection  with  any  typeof  laifv 
enforcement  investigation,  because  of 
the  traumatic  circumstances  of  an 
infant's  illness,  the  potential  for 
sensatibnaUstic  media  coverage,  and 
other  factors,  the  Department  is  very 
sensitive  to  the  special  nature  of  "Infant 
Doe"  investigations.  As  HHS  has  gained 
experience  in  conducting  these 
investigations,  revisions  to  investigative 
procedures  have  been  implerjcnted  to 
minimise  any  disruptive  effects.  It  is  the 
policy  of  the  Department  to  do 
everything  possible,  consistent  with  its 
statutory  obligation  to  investigatb 
effectively  all  complaints  of  violations 
of  section  504,  to  minimize  any 
disniptiono  that  may  be  caused  by  OCR 
investigations. 

OCR  has  made  adjustments  to 
Investigative  procedures.  It  now 
undertakes  a  careful  screening  of 
complaints  in  an  effort  to  avoid 
unnecessary  on-site  investigations.  This 
screening  consists  of  immediately 
Initiating  a  preliminary  inquiry  with  the 
hospital  to  obtain  information  regarding 
the  infant  in  question.  Tlie  information 


initially  received  from  the  complainant 
and  that  received  from  the  hospital  is 
then  evaluated  to  determ'  ^  whether 
there  is  a  need  for  an  on-...s 
investigation.  Particular  factors  taken 
into  account  are  the  source  of  the 
complainant's  information  (first-hand 
knowledge,  overheard  a  discussion, 
etc.).  the  complainant's  position  to  have 
reliable  infc-mation  (a  nurse  in  the  ward 
where  the  infant  is  bising  treated,  a 
friend  of  a  friend,  etc),  the  specificity  of 
the  information  provided  by  the 
complainant  and  hospital,  whether  there 
is  any  indication  of  a  lack  oi  parental 
consent  for  the  provision  of  all 
medically  beneficial  treatment,  ihe 
analysis  of  the  ICRC,  whether  the 
hospital  is  cooperative  in  connection 
with  the  inquiry,  and  other  pertinent 
factors. 

None  of  these  factors  considered  In 
evaluating  the  Information  provided  by 
the  complainant  and  the  hospital  is,  by 
itself,  dotenninative.  For  example,  the 
Department  prefers  that  the  complainant 
provide  his  or  her  name.  Not  only  does  it 
corroborate  that  the  complainant  takes 
the  matter  seriously  and  reflects  some 
degree  of  confidence  the  compbinant 
has  In  the  accuracy  of  the  information 
being  conveyed,  having  th^ 
complalnanVs  name  also  permits  follow- 
up  communications  to  seek  clarification 
of  the  information  gathered.  However, 
the  Department  recognizes  that  a 
complainant  may  not  be  willing  to 
provide  his  or  her  name  due  to  fear  of 
retaliation,  and  that  anonymity  does  not 
necessarily  suggest  that  the  complaint  is 
not  valid,  particularly  if  the  specificity 
of  the  Information  provided  and  other 
factors  support  th«  credibility  of  the 
complaint.  Therefore,  the  determination 
as  to  whe.her  an  on-site  investigation  is 
needed  is  made  on  the  totality  of  the 
information  available  to  OCR  from  the 
complainant,  the  hospital,  and  any  other 
source  consulted  (such  as  an  OCR 
medical  consultant  and  the  state  child 
protective  services  agency). 

HHS  believes  this  procedure,  if 
hospitals  cooperate  in  its 
implementation,  can  avoid  unnecessary 
on-site  investigations,  which  inherently 
have  a  potential  for  some 
inconvenience.  Although  hospital 
officials  may  be  property  reluctant  to 
provide  information  over  the  telephone, 
they  can  confirm  the  credentials  of  the 
OCR  investigator  making  the  telephone 
contact  by  calling  the  toll-free  telephone 
number  to  verify  that  the  caller  is.  in 
fact,  an  OCR  investigator, 

Where,  as  a  result  of  this  preliminary 
inquiry,  there  appears  to  be  no  need  for 
an  immediate  on-site  investigation,  none 
will  be  conducted.  However,  to  assure 
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that  MKS  is  adequately  meeting  its 
statutory  responilbility.  where  there  is  a 
significant  question  as  to  compliance 
with  section  504.  doubt  will  be  resolved 
in  favor  of  initiating  an  on*site 
investigation. 

This  preliminary  inquiry  process  is 
undertaken  by  OCR  in  an  effort  to 
acconunodate  the  special  circumstances 
presented  In  connection  with  "Infant 
Doe"  complf  inta.  This  procedure  should 
not  be  construed  as  suggesting  that  the 
Department  believes  there  are  any 
limitations  to  its  legal  autho:  jty  to 
investigate  all  complaints  or  to 
otherwise  collect  information  regarding 
recipient  compliance  in  accordance  with 
the  Department's  existing  section  504 
regulations.  Nor  does  this  lu^aUminary 
inouliy  process  establish  any  legally 
enforceable  procedural  right  or 
precoadition  to  the  conduct  of  on-site 
investigations. 

When  on-site  investigations  are 
conducted,  OCR's  procedures  minimize 
any  potential  inconvenience  or 
disruption*  Every  effort  is  made, 
consistent  with  the  need  to  obtain 
prompt  information,  to  accommodate  the 
buiv  schedules  of  health  care 
Drofessionala  to  avoid  diverting  them 
frem  their  important  duties.  Similfrly. 
OCR  has  never  had  a  problem  wo/king 
out  access  to  medical  records  to  avoid 

nit  being  unavailable  to  health  care 
,  jfessionals  who  also  need  access  to 
them. 

With  respect  to  media  interest.  OCR 
has  a  firm  policy  of  providing  no 
comment  to  the  press  on  the  details  of 
any  open  investigation.  HHS  believes 
organizations  or  individual 
complainants  concerned  about  proper 
patient  care  should  be  extremely 
sensitive  to  threats  to  proper  care 
inherent  in  making  premature  and 
unsupported  comments  to  the  media. 
Similarly,  the  media  should  be  attentive 
to  OCR's  admonition,  regularly  given  in 
response  to  media  questions,  that  the 
fact  that  an  investigation  is  tseing 
conducted  does  not  imply  that  an 
allegation  is  true. 

Section  (b]ri)  through  (5)  of  the 
appendix  spell  out  the  basic  guidelines, 
including  the  preliminary  inquiry 
process,  applicable  to  HHS 
investigations  in  this  area.  These 
guidelines  make  specific  reference  to  the 
role  of  Infant  Care  Review  Committees, 
Whenever  a  hospital  has  an  ICRC. 
established  and  operated  substantially 
in  accordance  with  the  suggested  model, 
the  Department  will  consult  closely  with 
the  ICRC  in  connection  with  a 
preliminary  inquiry  or  investigation  and 
%villglve  careful  consideration  to  the 
analysis  and  recommendations  of  the 
ICRC 
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The  Department  believes  OCR 
procedures,  including  the  Initial  inquiry 
process,  minimize  the  potential  for 
disruption.  HHS  will,  on  th;^  basis  of 
further  experience  gained,  such  as  with 
ICRCS.  continue  to  evaluate  Its 
procedures  consistent  with  the  policy  of 
effective  enforcement  with  a  minimum 
of  disruption.  The  Department  also 
notes  that  there  is  probably  an 
irreducible  level  of  inconvenience 
associated  with  any  effort  to  provide 
safeguards  to  prevent  the  fatal 
consequences  of  discriminatory 
decisions.  It  must  be  recognized, 
however,  that  the  risks  of  a  certain 
amount  of  Inconvenience  or  disruption 
are  signincantlv  preferable  to  the  risks 
of  tragic  loss  cf  life  due  to 
discriminatory  decisionmaking. 

Use  of  Medical  Consultants 

Another  concern  expressed  by 
commenters  relates  to  the  qualiHcations 
of  the  individuals  Involved  In  the 
administrative  fact  flnding  process  to 
evaluate  correctly  the  medical 
circumstances  present  in  any  particular 
cas?.  For  example: 

The  Alibama  liospltil  AisodsUon 
ttrongit*  feels  that  the  flnvestljsative]  team 
should  be  comprised  of  highly  trained  and 
Ifcenied  medical  personnel.  Under  no 
drcumstances  should  anyone  lets  than 
licensed  medical  pertonnel  be  allowed  (o 
intrude  In  this  ares  of  medicti 
decisionmaking  ind  impose  alternative 
judgments  or  conclusions. 

The  Spina  BiHda  Association  of 
America  made  a  similar  comment  from  a 
different  perspective: 

The  key  to  effective  enforcement  ia 
securing  an  independent  medical 
examination  of  children  allegedly  being 
denied  treatment,  by  a  physician  or  medical 
tesm  both  skilled  In  modem  treatment 
techniques  o/}</ committed  to  the  equal 
treatment  principle.  Such  phy^idsns  do  exist, 
particularii*  «t  expertise  centers  that  have 
specialized  in  the  care  of  children  with  spina 
bifida.  The  only  way  to  ensure  effective 
enforcer -  nt  it  to  give  disability  rights  groups 
lilce  SB    .  the  sbifity  to  recommend  which 
expertise  centers  uid  expert  consultants  are 
used  by  the  regionsl  OCR  ofHces  to  conduct 
the  independent  medical  examinations. 

Response 

HHS  agrees  that  OCR  investigators  do 
not  have  the  medical  expertise  to  make 
independent  judgements  concerning 
difficult  medical  issues.  For  this  reason, 
the  Office  for  Civil  Rights  has  made 
arrangements  with  qualified  physicians 
to  serve  as  medical  consultants  to  OCR 
in  'Infant  Doe*'  investigations.  This 
process  is  noted  in  section[b](6]  of  the 
appendix. 

The  role  of  the  OCR  medical 
consultants  is  to  provide  OCR  with  an 


analysis  of  the  medical  issues  present  in 
any  particular  case,  and  an  opinion  as  to 
whether  medically  beneficial  treatment 
was  provided.  Based  on  this  analysis. 
OCR  makes  a  lietermination  as  to 
whether  any  medically  beneficial 
treatment  may  have  been 
discriminatorily  denied  solely  on  the 
basis  of  the  infant's  handicap. 

The  extent  of  the  involvement  of  the 
OCR  medical  consultant  has  varied 
depending  upon  the  circumstances  of 
particular  cases,  in  all  cases  the  OCR 
medical  consultant  reviews  the  pertinent 
medical  records,  in  rome  cases  the  OCR 
medical  consultant  and  the  a.tending 
physician  have  discussed  a  case  by 
telephone.  HHS  believes  the  experience 
to  date  with  OCR  medical  consultants 
demonstrates  the  e^ectiveness  of  their 
involvement.  HHS  is  aware  of  no  case  in 
which  a  recipient  has  chali^Q|ed  the 
quality  of  the  medical  consultant's 
evaluation  or  the  OCR  flndints  based 
upon  it. 

It  is  important  th^:  all  interested 
groups  understand  the  precise  and 

limited  role  of  the 'OCR  medical 
consultants.  Their  function  is  not  to  t«u{e 
over  the  medical  management  of 
particular  cases,  to  conduct  a  personal, 
independent  examination  of  the  infant, 
to  make  independent  treatment 
recommendations  to  parents,  or  to 
otherwise  engage  in  any  direct  practice 
of  medicine  concerning  the  infant. 

The  Department  has  no  authority  to 
compel  unileterally  an  independent 
medical  examination  of  a  child  who  is 
the  subject  of  a  section  504  complaint. 
Under  applicable  requirements  of  law, 
physicians  may  not  practice  medicine  on 
an  infant  patient  without  the  consent  of 
the  parents  or  an  order  of  a  court  of 
competent  jurisdiction* 

In  any  given  case,  any  of  a  wide 
variety  of  circumstances  may  be  present 
regarding  the  actions  of  parents  and 
health  care  providers.  Regardless  of  the 
r'l'cumstances.  the  fint  step  is  to 
determine  the  facts.  Only  if  the  facts 
demonstrate  that  there  is  a  need  for 
governmental  action  can  that  action  be 
pursued.  A  court  will  only  issue  an  order 
if  there  is  a  showing  of  a  need  for  the 
order,  such  as  evidence  that  the  hospital 
is  out  of  compliance  with  section  504  or 
shovdng  that  the  parents  are  medically 
neglecting  the  infant.  Such  a  showing 
cannot  be  made  on  the  basis  of  the  bare 
allegations  of  a  complaint  or  without  a 
determination  of  the  facts. 

OCR's  function  in  an  investigation  is 
to  determine  the  facts,  and  the  function 
of  the  medical  consultant  is  to  assist 
OCR  in  this  e^ort.  The  process  of 
determining  tha  facts  t^^ically  involves 
a  review  of  medical  records  and 
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ditcuttioni  with  health  cere  providers 
involved.  The  OCR  medical  coniultantt 
■tsiflt  in  this  process  by  providing 
identification  and  expert  analysis  of  the 
medical  issues  involved.  These 
consultants  do  nol  and  may  not  under 
applicable  law,  take  over  the  medical 
mantaemenl  of  the  case. 

With  respect  to  the  suggestion  that 
HHSgive  disability  groups  the 
opportunity  to  recommend  qualified 
physicians  to  serve  aa  OCR  medici^l 
consultanli,  the  Department  would 
welcome  si<ch  suggestions  from  all 
interested  ^ups. 

The  Department  is  unabh  to  commit 
itssif  to  hsving  a  medical  consultant 
participate  in  person  in  avery  on-site 
investigation.  However,  the  guidelines 
contained  in  the  appendix  state  that,  to 
the  extant  practicable,  the  OCR  medical 
consultant  will  discuss  the  case  with  the 
hospital's  ICRC  or  sppropriate  medical 
personnel  by  telephone. 

Prompt  Aepori  of  InveMtigo(iv9  Findings 

Another  complsint  made  by  a  number 
of  commenters  regsrding  OCR 
tnforcement  pro<idures  concerns  the 
sometimes  lengthy  delay  between 
completion  of  the  on'rMe  investigation 
and  receipt  by-the  hospital  of 
notification  of  the  outcome  of  the 
investigation.  Commenters  expressed 
concern  that.  oartiDjIariy  in  connection 
with  investigations  that  may  have 
attracted  local  media  attention*  where 
the  OCR  .investigation  found  no 
evidence  of  a  violation,  the  hospital 
should  hsve  the  ability  to  reassure  the 
public  promptly  that  it  was  involved  in 
no  improper  activity. 

Response 

The  point  is  well  taken.  Office  for 
Civil  Rights  procedures  pertaining  to  all 
investigations  require  that  before  the 
office  makes  an  official  finding,  whether 
it  is  of  compliance  or  noncompliance,  a 
thorough  record  is  compiled  and 
reviewed  by  supervisory  officials. 
Experience  in  connection  with  "Infant 
Doe"  cases  is  thst  formal  findings  have 
been  made  in  less  time  than  is  typical  in 
connection  with  other  civil  rights 
investigations.  However,  there  is 
generally  a  need  for  careful  review  by 
an  OCR  medical  consultant,  an  HHS 
attome>\and  auptrviaory  oHidals. 

The  Department  recognizes  that  there 
are  special  circumstatices  in  connection 
with  Infant  Doe  casea.  and  ia  instituting 
a  special  notification  to  recipient 
hospitals  in  cases  whsre  an  emergency 
on-site  investigation  has  been 
conducted.  Aa  9  matter  cf  practice,  on- 
site  investigation  of  complaints  alleging 
that  an  infant*a  life  ia  in  peril  due  to  the 
discriminatory  withholding  of  medically 


beneficial  care  are  conducted 
immediately  fc^  the  primary  purpose  of 
determining  whether  there  is  a  need  to 
ask  the  Department  of  Justice  to  6eck 
immediate  injunctive  relief  to  compel 
compliance  with  section  504.  Generally, 
during  the  course  of  the  investigation, 
when  sufficient  information  has  been 
obtained  and  discussed  with  the  OCR 
medical  consultant,  a  decision  is  mode 
on  whether  there  is  such  a  need. 

The  new  procedure  is  that,  when  h 
decision  is  made  that  there  is  no  need  to 
make  an  immediate  referral  to  the 
Justice  Department,  the  recipient 
hospital  will  be  immediately  notified  of 
that  decision*  The  investigator  will,  if 
still  on-site,  personally  notify  hospital 
officials.  A  letter  to  the  same  effect  will 
then  promptly  be  sent  by  OCR,  This 
letter  will  notify  the  recipient  hospital  of 
the  decisir4i  made  concerning 
immediate  referral  to  the  Justice 
Department  It  will  not  provide  a  formal 
finding  concerning  the  investigation, 
which  cannot  be  made  until  all 
information  is  analyzed  and  reviewed. 
(It  may  be,  for  example,  that,  although 
there  is  no  emergency  requiring 
immediate  lega! .  '<on  by  the  Justice 
Department,  there  is«  or  was. 
noncompliance.  J 

The  Department  believes  this 
immediate  notification  procedure,  stated 
in  section  (b}(7)  of  the  appendix,  will 
provide  a  basis  for  the  hospital  to  assure 
the  press  and  public  that  OCR's  initial 
conclusion  in  connection  with  the 
investigation  is  that  no  infant  is  in 
imminent  peril  due  to  discriminatory 
withholding  of  medically  beneficial 
treatment. 

Confidentiality  of  Records 

A  number  of  commenters  criticized 
the  enforcement  process  on  the  grounds 
that  it  infringes  on  the  cohfidentiality  of 
the  physician-parent  relationship  and 
the  privacy  of  medical  records.  Some  of 
these  commenters  referred  to  the 
confidentiality  requirementa  of  state  law 
and  professional  ethical  standards. 

As  stated  by  the  Federation  of 
American  Hospitals: 

The  phy«}'**4n  may  be  required  to  inform 
the  pnrenti  thai  anylhing  they  may  say  or 
decide  musl  be  diicloied  to  federal  or  state 
authorities  if  an  investigation  results. 
(Pjarenti  will  find  that  they  have  a  choice 
between  sharing  vilal  information  and 
counseling  with  their  physician  and  having 
their  thoughts  and  emotions  revealed  to  c 
stranger  or.  alternatively,  withholding 
information. 

A  suggestion  for  an  additional 
conndcntiality  safeguard,  submitted  by 
the  director  of  nursing  of  a  Butte. 
Montane  hospital,  was  to  limit  review  of 


records  to  one  investigator.  on-sitCi  ^^'llh 
no  copies  made. 

Response 

HIIS  believes  there  is  no  sound  Irg.il 
basis  to  challenge  the  Department's  nght 
to  access  to  medical  records  for  the 
purpose  of  determining  complia%ice  with 
section  504,  and  that  adequate 
safeguards  exist  to  protect  the 
confidentiality  of  records  obtained  by 
OCR  in  the  course  of  civil  rights 
investigations. 

With  respect  to  legal  authority,  a  state 
law.  such  as  one  restricting  access  to 
certain  records,  cannot,  under  the 
Supremacy  Clause  of  the  United  States 
Constitution,  be  used  to  prevent 
accomplishment  of  the  full  congressional 
purpose  of  a  Federal  law.  Similarly, 
standards  of  particular  professional 
groups  may  not  frustrate  or  defeat  a 
Federal  statutory  duty. 

Section  504  establishes  certain 
responsibilities  of  recipients  and 
authorizes  and  directs  Federal  agencies 
to  enforce  the  law.  Existing  regulations, 
45  CFR  80.6(c)  (made  applicable  to 
section  504  by  45  CFR  84.61).  require: 

Each  recipient  shall  permit  access  by  the 
responsible  Departratnt  official  or  his 
designee  during  normal  business  hours  to 
»uch  of  its  books,  records,  accotints.  and 
ther  sources  of  information,  and  its  facilities 
cs  may  be  pertinent  to  ascertain  compliance 
with  this  Pari .  .  .  Asserted  considerations  of 
privacy  or  confidentivlity  may  not  operote  to 
buT  (he  Department  from  evaluating  or 
seeking  to  enforce  compliance  with  this  Part. 
Infonnation  of  a  confidential  nature  obtained 
in  connection  with  compliance  evaluation  or 
enforcement  shwll  not  be  disclosed  except 
where  necessar>'  In  formal  enforcement 
proceedingn  or  where  otherwise  required  by 
law. 

The  requirement  that  recipients  provide 
access  to  records  necessary  to 
determine  compliance  is  essential  to 
accomplishment  of  the  congressional 
purpose  in  enactiag  section  504. 

HHS  has  adequate  safeguards  to 
protect  the  confidentiality  of  meuical 
records  obteined  during  the  course  of  a 
section  504  investigation.  In  addition  to 
the  regulatory  provision  (quoted  above) 
protecting  confidentiality,  OCR  does  not 
releese  confidential  infonnation  in 
connection  with  any  Freedom  of 
Information  Act  request.  Nondisclosure 
is  permitted  under  that  Act  for  records, 
the  release  of  which  would  consltitute  a 
cleail/  unwarranted  invesion  of 
personal  privacy.  As  further  protCiCtion. 
OCR  permits  deletion  of  the  patient's 
and  parents*  names  and  other 
indentifying  information  to  the  extent 
deletion  will  not  impede  OCR's  ability 
to  determine  compliance. 
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The  argument  that  the  possibility  that 
investigttort  will  seek  access  to  a 
medical  nie  will  cause  paren^^  to 
withhold  vital  information  irom  the 
infant's  physician  is  not  persudSive. 
Courts  end  legislatures  have  repeatedly 
reiccted  arguments  that  exceptions  to 
the  principle  of  confidentiality  of 
medical  records  and  the  physician* 
patient  privilege  would  result  in  the 
withholding  ofinfonnation  necessary  to 
ff.nilltale  proper  treatment.  There  are 
many  established  exceptions  in  iht  law 
to  the  principle  of  doctor-patient 
confidentiality  in  connection  with 
crimmaland  civil  proceedings  where  the 
effective  administration  of  Juslice 
requires  access  to  Information  in 
medical  records  or  provided  to 
physicians.  It  is  also  noteworthy  in  this 
regard  that  the  Federal  Rules  of 
Evidence  do  not  include  an  express 
doct&^patient  privilege. 

With  respect  to  the  su^estions  for 
additional  safeguards  submitted  by  a 
commenter,  CX^R  bas  in  some  cases 
been  able  to  limit  review  of  records  to 
one  individual  at  the  hospital,  without 
tile  oted  to  obtain  copies.  However,  no 
auu'rancQs  caw  be  made  that  OCR  can 
meet  its  responsibility  to  conduct  a 
thorough  Investigation  tnder  these 
conditions.  Also,  in  many  cases  It  may 
be  preferable  for  the  hospital  to  send 
OCR  the  pertinent  records  (wiih 
identifying  information  dclctrd). 
perhaps  avoiding  the  need  for  any  on- 
site  investigation. 

IV.RalalMiHHSAcUviUes 

HHS  has  undertaken  several  other 
initlHtivesin  cooperation  with  the 
medicel  community  and  disability 
organiiuitions  to  improve  the  delivery  of 
health  care  sen^ices  to  handirapped 
infants.  Recently,  n  ctonlart  whs 
awdrdfd  by  the  Office  of  Human 
Ocvelupment  Ser\-ires.  HHS  tn  *he  John 
F.  Kennedy  Institute  in  Baltimore  to 
ditvclop  a  model  for  a  working 
nationwide  referral  nrlwork  for  thfc 
developmentally  disabled.  Surh  a 
network,  using  today's  sophisticated 
tt*t:hnology.  will  make  it  possible  for  the 
physician,  parents.,  or  cart^-Uikers  of  a 
developmentally  disabled  individual  te 
query  a  single  source  for  »nfornmlion 
about  that  disability  and  pinpoint  the 
best  or  most  appropriate  places  to  giit 
help  any  where  in  the  country  for  thai 
individual. 

Under  the  terms  of  this  Ki-mrd.  '.he 
strong  festures  of  two  importdoc 
information  systems  are  to  hr  combined 
bnd  regionalized.  One  Is  a  data  retrieval 
system  for  the  particular  use  of 
practicing  physicians.  Ilia  other  is 
accessible  by  the  general  public,  ihe 
dsta  base  for  the  physician  oHented 
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system  was  deve.oped  by  the  Kennedy 
Institute  in  Baltimore,  using  data 
supplied  by  the  3d  HHS  supported 
university-afnilated  facilities  around  the 
country.  The  American  Medirol 
Association  has  a  contract  with  the 
Kennedy  Institute  to  include  the 
Institute's  data  as  an  additional  offering 
of  the  A.M.A.*s  nationwide  medical 
information  network,  or  "MINET.**  !t  h 
available  to  every  "MINET*  subscriber 
who  has  a  desk-top  computer  and  a 
telephone. 

This  enterprise  pulls  together 
government*  the  pnVate  nonprofit  sector, 
and  organized  medicine,  in  this  case,  the 
A.M.A.,  to  make  information  Vvali-nlrte 
to  physicians  concerning  access  to 
specialized  care  for  the^r  patients  and  as 
well  as  to  «  broad  variety  of  support 
services  In  the  communityi 

The  more  consumer-oriented  data 
system  is  now  functioning  in  South 
Carolina  to  benefit  the  citizens  of  that 
state.  The  system  carries  information  on 
access  to  ctre  and  community  support 
services  within  the  state.  Any  individual 
or  family  member  can  gein  access  to  the 
system  merely  by  dialing  a  toll-free 
*'800"  number. 

Thp  Kennedy  Institute  has  an 
excellent  concept  of  how  such  a 
network  will  function.  Under  the 
contract  recently  awarded,  it  is  hoped 
the  South  Carolina  Model  will  be 
expanded  to  seven  other  states  in  the 
region.  The  next  step  should  then  be  to 
cxtftnd  the  system  nationally  and  thus 
nj«ke  available  to  all  citizens  the  best 
informetion  and  the  most  appropriate 
resources  relative  to  handicapping 
conditions. 

The  Bvailsbility  of  such  a  resource 
should  do  much  to  take  the  Insecurity 
out  of  one  effort  to  rally  support  services 
for  the  handicapped  newborn. 

In  addition  to  this  nationwide  referral 
network.  HHS  and  the  Dcprirtment  of 
Education,  in  cooperation  with  the 
coalition  of  medical  and  disability 
orjianizatlons  who  signed  the  "Principles 
of  Trea(ment    ^Isubled  Infants,"  are 
or^^anlzing  ar  jfort  to  develop  teaching 
inodels  for  health  care  professionals  on 
improving  infant  care,  aiding  the 
decision-making  process  and  use  of  the 
nationwide  referral  network, 

I'he  Depariment  believes  that 
iKfonnational  and  educational  efforts  of 
;hi&  kind  are  also  of  great  importance  in 
ao..incing  the  principles  underlying  the 
final  kuics. 

V.  Additional  Analysis  of  Comments 

Section  III  above  includes  an 
explanation  of  the  provisions  of  the  final 
rules,  including  an  analysis  of  pertinent 
comments  submitted  to  the  Dep  iment 
during  the  comment  period  on  the 


proposed  rules.  This  section  Is  an 
analysis  of  other  comments  not  directly 
related  to  specific  provisions  of  the  final 
rules. 

A.  LEGAL  ISSUES 

\  signlHcant  number  of  commcnters 
aociressed  legal  Issues  relating  to  the 
application  of  section  504  to  matters 
concerning  health  care  for  hsndlcappcd 
infants. 

Statutory  Construction  of  Section  SG4 

A  number  of  commentcrs  argued  that, 
as  a  matter  of  statutory  construction, 
section  504  of  (he  Rehabilitation  Act  of 
1373  is  inapplicobie  to  matters 
concerning  health  care  for  hand!-'*&ppcd 
Infants.  The  arguments  advanced  t7 
these  commenters  were: 

(a)  The  statute  does  not  specifically 
mention  handicapped  infants,  and  the 
statutory  delinition  of  **handlc«pped 
individual*'  should  be  construed  as 
inapplicable  to  infants  because  its 
reference  to  substantial  limitations  on 
major  life  activities  has  no  appUcaticn 
to  infants  since  all  infants  are 
dependent  on  the  efforts  of  others  for 
performance  of  all  external  life 
activities., 

(b)  The  legislative  history  makes  no 
'mention  of  handicapped  infants  and 
indicates  that  the  primary-  focus  of 
Congress  in  enacting  the  Rchabilitdtion 
Act  was  niatters  relating  to  vocational 
rehabilitation,  rather  than  medical 
matters:  and  although  the  statutory 
definition  of  handicapped  Individual 
was  emended  in  1974  to  broaden  its 
scope  beyond  vocational  rehabilitation, 
including  access  to  services  such  as 
medical  care,  there  was  no  indication 
that  the  statute,  as  amended,  was 
intended  to  cover  medical  judgments 
about  the  type  of  treatment  given  any 
handicapped  indi\iduaK  As  s'oted  b> 
one  commenter: 

Therf  Is  not  even  a  hint  in  the  'cgit Uiive 
hislnry  of  the  Act  or  US  amcndmrMs  that 
Mould  Indicate  Ccngretilunal  intent  to  upply 
section  504  to  medical  treatment  of  severely 
htindicapped  Infants.  Rttherv  it  li  desr  that 
Copgrt- us  Intended  the  Act  to  foster  fniitfut 
end  independent  tiling  fur  htndlcMppcd 
ir.dividuMls. 

(c)  The  rulemaking  history  of  the 
Department's  section  504  regulatinns 
reveals  previous  HHS  Interpretations 
that  section  504  is  inapplicablev 

Rrsponse 

The  Department's  position  remains 
unchanged.  Section  504  clearly  applies 
to  matters  concerning  the  provision  of 
health  care  to  handicapped  Infants,  and 
nnthing  tn  the  legislative  history  of  the 
statute  or  rulemaking  history  of  the 
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Dtpartmsnt't  resuUtiont  tuggeMt  b 
credible  interpretation  to  the  contrary: 
Section  504  providet: 

No  othtrtvita  autllfied  handicapped 
individttiit . . .  ihtll  idtly  by  r«iton  of  hit 
handicap,  be  txduded  from  the  participation 
in,  ba  denied  the  bentfiti  of.  or  be  lubjecttd 
to  diKriminition  und&r  any  prf>gram  or 
activity  rtceivinf  Federal  financial 
attfatancc. . .  . 

llie  statute  defines  a  "handicapped 
individuar  at 

4ny  person  who  (i)  has  a  physical  or  mental 
•mpMlrment  which  lubitantlallv  limits  one  or 
niurt  of  such  person's  major  life 
MCtlvitles, ...  or  (Ul)  if  ragirdod  ai  having 
su<'ii  an  impalrmant. 

An  infant  is  a  person.  If  an  infa.it  has 
a  physical  or  raaotil  Imp^iinnent  which 
subatantially  limits  major  life  activities 
or  is  regarded  as  baving  sudi  an 
impair  mtflt,  t}ie  infant  is  a 
^^handicapped  individuar  wittii;  th« 
meaning  of  the  law.  If  a  hospital  eivsages 
in  a  program  or  activity  whid)  provides 
medical  services  to  infants  and  if  that 
urogram  or  activity  receivea  Federal 
flnxncial  assistance,  ii  isa  **prog7ttm  or 
activity  receiving  Federal  financiul 
assistance"  within  the  meaning  of  the 
law.  . 

If  an  infant  who  Is  a  "handicapped 
individual"  is  "otherwisoquolined**  .o 
receive  the  benefits  of  a  medical 
services  program  or  activity  receiving 
Federal  financial  assistance,  and  is 
du'nicd.  solely  by  reason  of  his  hnndicup. 
the  bencRts  of  those  medical  ser\'ices. 
thHt  infant  is  within  the  protection  of 
section  504. 

A  key  issue,  thereforei  in  applying 
section  504  in  any  context  la  that  the 
himdicapped  individual  who  was 
aliogcxliy  excluded  from  participtttiun  in, 
dftnied  the  beneRt  of.  or  subjected  to 
diiicnminatlon  under,  a  fedo'  My 
ns^istud  ptogram  or  acMvity  ^e 
'  otherwise  quulincd"  to  participate  in. 
or  benefit  from,  the  program  or  activity. 
To  be  "otherwise  qualified"  the 
handicapped  individual  must«  in  spite  of 
his  or  her  present  or  anticipated 
physical  or  mental  Impairmsnl.  be  able 
to  meet  the  essential  requirements  for 
participHtion  In  the  program  or  activity. 

in  the  c/;ntext  of  receiving  medical 
C4ire.  the  ability  to  benefit  for  a 
handicapped  person  ia  the  ability  to 
hencnt  medically  from  treatment  or 
ser\'ices.  If  the  f)andicapped  person  is 
able  to  benefit  medically  from  the 
treatment  or  service,  in  spite  of  the 
person's  handicap,  the  individual  Is 
"otherwise  qualified"  to  receive  that 
treatment  or  service,  and  it  may  not  be 
denied  solely  on  the  basis  of  the 
handicap. 


Therefore,  the  analytical  framuwoik 
under  the  stutute  for  applying  section 
504  in  the  context  of  health  care  fur 
handicapped  Infants  Is  that  in^ically 
benKflcial  treatment  and  services  not  be 
withheld  from  a  handicapped  Infant 
solely  on  the  basis  of  the  handicap. 

The  legislative  history  makes  clear 
that  by  enacting  section  504  Congress 
tntencled  to  eliminate  all  of  the  "many 
forms  of  potential  discrimination*' 
against  handlcappSc^  people  through 
"the  establishment  of  a  broad 
governmental  ^usllcy."  8.  Rep.  No.  1297. 
93d  Cong..  2d  Sess.  36  (1974).  The  statute 
applies  to  all  faderally  funded  programs 
or  activities,  sptdflcaily  Including  those 
that  provide  "health  services."  Id 

The  rulemaking  history  related  to  the 
1977  promutgstisn  of  the  Department's 
section  504  regulations  explained  that 
the  Department  was  not  seeking  to 
regulate  with  respect  to  the  highly 
controversial  Issue  of  the  rights  of 
insUtutlonallxed  persona  to  receive 
treatment  for  the  condlti'^i  whld)  led  to 
their  Institutionalization.  «4ddltionolly, 
the  regulation  specifies  that  the 
provision  of  health  care  services 
generally  to  handicapped  persons  Is  a 
matter  covered  by  the  Act  and  the 
Departments  rules.  45  CFR  64.52. 

It  Is  difficult  to  understand  the  theory 
of  statutory  construction  that  would 
distinguish  the  provision  of  health  care 
services  to  qualified  handicapped 
Infants  from  the  provision  of  other 
federally  assisted  benefits  and  services 
to  (lualined  htmdlcapped  Individuals. 

Ine  Department  cannot  subscnbe  to 
the  theory  that  the  definition  of 
"handicapped  individuar*  should  be 
construed  as  inapplicable  to  Infants 
because  Infants  are  dependent  upon 
others  for  all  major  life  activities.  This 
argument  appears  to  be  based  on  a 
much  too  narrow  view  of  what 
constitutea  "mdjorlife  activities."  The 
Department's  section  504  regulations 
f!^nne  "major  life  activities"  at  45  CFR 
64.3  (j)(2)(ll).  as:  "functions  such  «s 
caring  for  one's  self,  performir^  manual 
tasks,  walking,  seeing,  hearing, 
speaking,  breathing,  leaminif.  and 
working."  Infants  undertake  aS  least 
some  of  these  major  life  activities  from 
the  moment  of  birth. 

Moreover.  If  this  la  the  theory,  the 
Deparlment  Is  unaware  of  the  basis  to 
be  used  In  determining  at  what  age  the 
protections  of  section  504  would  begin 
to  apply. 

In  summary,  the  Department  can  Rnd 
no  clue  in  any  bit  of  legal  analysis  or 
rational  policy  analysis  to  commend  the 
notion  that  there  Is  or  should  be  a 
distinction  In  the  application  of  section 
504  based  on  the  age  of  the  handlcappftd 
individual. 


It  appcurs  the  real  basis  for  the 
contention  that  section  504  is 
inapplicable  In  this  context  is  that 
medical  cara  Is  Involved,  rather  than 
what  some  may  perceive  as  much  lesa 
complicated  matters  like  distributing 
wirirarc  benefits,  deva^oplng 
transportation  systems,  administering 
housing  programs,  delivering  social 
services,  providing  educational  services, 
making  employment  decisions,  and  the 
like. 

The  Department  agrees  thdt  matters 
relating  tc  the  provision  of  medical  care 
are  in  some  ways  different  frcm  other 
aspects  of  applying  section      For  one 
thing,  the  consequences  of 
dincrimlnatory  treatment  'njy  much 
hlghci^--a  matter  of  life  and  death.  Also, 
the  analysis  involved  in  deteimining 
whether  discrimination  exists  may.  in 
some  cases,  be  much  more  subtle  and 
difficult  But  one  aspect  that  appears  the 
same  in  all  applications  of  taction  504  ia 
that  decisions  regarding  wbethar 
handicapped  persons  will  receive  the 
services  and  benefits  of  programs  and 
activities  receiving  Federal  financial 
assistance  are  sometimes  made,  not  on 
the  basis  of  the  individual's  actual 
quoliRcations  for,  and  ability  to  benefit 
Irum.  those  activities,  but  rather  on 
stereotypes  and  prejudices  con<:emlng 
the  limitations  on  major  life  activities 
fuced  by  handicapped  persons.  Section 
504  was  enacted  to  eliminate  these 
considerations  from  such  decisions.  And 
although  the  section  504  analysis  nidy 
be  more  subtle  (at  least  In  some  cases). 
It  is  an  anomalous  and  bizarre  .theory 
that  section  504  can  properly  be  used  to 
require  that  a  ramp  be  built  in  hospital 
to  assure  that  handicapped  persons  not 
be  denied  access  to  medical  ser\«iccs 
solply  on  the  basis  of  their  handicaps, 
but  that  statute  may  not  properly  be 
used  to  prevent  the  intentional  act  of 
allowing  other  handicapped  peritoni;  to 
diR  In  that  hospital,  solely  because  of 
their  handicaps.  The  Department  cannot 
subscribe  to  tnls  th&usy. 

In  summary,  the  Department's 
position  is  unchanged.  Section  504 
clearly  applies  to  the  provision  of  health 
care  for  handicapped  Infants. 

Sepamtiny  the  "Handicap" from  the 
Comlition  Requiring  Treatment 

A  number  of  commenters  expressed 
views  that  the  section  504  analysis 
summarized  above  Is  Incapable  of 
application  In  many  or  most  cases 
bocause  the  handicapping  condition  and 
the  condition  requiring  treatment  are 
one  and  the  same.  This  fact«  the 
commentors  argue,  results  in  an  inability 
to  separate  "medical  judgments"  from 
judgments  relating  to  social,  emotional. 


Ftderal  Register  /  Vol,  49.  No.  B  /  Thursday.  January  12.  1984  /  Rules  and  Regulations  1637 


economic  or  other  non*medlciil  Issues, 
concerning  which  unreasonnble 
prejudices  have  often  caused 
discrimination  aj^ainst  handicapped 
individusls. 

Hcspotite 

AlthoupKperhups  subtle,  the  Hnnlysiis 
mquired  Ly  the  statutory  framework  is 

Iust  as  applicable  in  a  case  where  the 
landlcapping  condition  and  the 
condition  requiring  treatment  are  the 
same  as  it  is  to  Ihe  **9impler*'  case  where 
two  distinct  cosditionc  are  involved. 

In     Simple*'  case  involving  two 
distinct  a)nditions.  such  as  Down's 
syndrome  and  an  intestinal  obstruction, 
the  Down*  syndrome  docs  not  present  a 
medical  contraindlcetion  to  aurgical 
correction  of  tha  lAtesUnal  obstruction. 
There  Is  no  valid  medical  reason 
(assuming  no  other  condications)  for 
(resting  the  Down's  syndrome  inJant 
difTeteflliy  than  an  Infant  with  the  same 
intestinal  obstrvcUon  and  no  Down's 
syndromt. 

The  same  anslysis  applies  n'here  the 
handicapping  condition  and  the 
condition  to  be  treated  are  the  same.  In 
sudi  a  case  the  ^lisndicsp"  Is  the 
physicsl  or  mental  impslrment  the  infant 
has  or  will  have  (or  "is  regarded  as 
having*^ o//er  completion  of  the 
treatment  under  consideration.  In  the 
case  of  sn  infant  bom  with 
myelomeningocele,  for  example.  Ihe 
treatment  which  must  be  considered  Is 
\  ^ery  to  dose  the  protruding  sac  to 
pvxvent  infection  and  other  potentially 
fal»J  conseauencet.  The  "hundicap"  is 
the  physical  and/or  ^^ental  Impainnent 
the  Infant  Is  regsrdeo  ss  likely  to  have 
In  futtzre  life.  To  the  extent  the 
nyelomeninfocele  Itself  or  other 
complications  (sudi  as  respiratory 
problems.  Infection,  snesthetlc  rislc.  or 
other  fsctors)  present*  In  the  exercise  of 
reasonable  medical  judgement, 
contrcindications  to  the  surgery,  the 
Infant  Is  not  able  to  benefit,  in  spile  of 
his  or  her  handicap,  from  the  surgery. 
However.  If  the  surgery  would  be 
medically  beneficial,  in  that  it  would  be 
likely,  in  the  exercise  of  reasonable 
medical  judpnent«  to  bring  about  its 
Intended  result  of  avoiding  infection  or 
other  fstal  consequences,  then  failure  to 
perform  the  surgery  because  of  the 
antid''  Jed  impairments  In  future  life 
ofTen'c  section  504.  as  the  withholding 
of  surgery  Is  because  of  the  handicap 
and  //}  fp//e  o/the  infant's  being 
qualified  to  receive  the  surgery. 

In  both  the  Down's  syndrome  and 
myelomeningocele  examples,  this 
snalytical  framework  accomplishes 
predsely  what  Congress  intended  In 
enacting  section  504:  to  c  .^ercome 
stereotypes  and  prejudices  ugainst 


handicapped  persons  who  arc.  in  spite 
r"  \cir  handicaps,  able  to  parlicipale  In. 

^  benefit  from,  activities  and  services 
•wpported  by  Federal  funds. 

All  of  this  Is  not  to  say  that 
application  of  this  analytical  framework 
ii\  every  case  will  be  easy.  Nonetheless, 
in  spite  of  the  difHcultlcs  which  may 
arise  in  case-by-c^su  applications,  th^ 
analytical  framework  focusing  on  the 
provision  of  medically  beneficial 
treatment  to  handicapped  infants  is  the 
correct  one  under  the  statute,  and  is 
capable  of  application. 

Applicability  of  Section  504  When 
Hospital  Is  Incapable  ofPrvvtefttig 
Treatment 

A  number  of  comment^rs  queslloned 
the  applicability  of  section  504  In  cases 
where  the  hospital  due  to  lack  of 
sophisticated  equipment,  medical 
specialists,  or  other  factors.  Is  Incapable 
of  providing  the  treatment  needed  by  a 
particular  Infant.  These  commenters 
appesred  to  suggest  tbst  the  Department 
would  find  sud)  a  hospital  to  be  In 
violation  of  section  504  because  It  did 
not  provide  the  medically  beneficial 
treatment  It  was  unable  to  provide. 

Response 

llic  answer  on  the  applicability  of  the 
law  In  such  s  case  Is  ss  dear  as  the 
applicability  of  common  sense.  Common 
sense  Indicates  that  If  t  patient  reeds 
treatment  which  a  hospital  carmot 
pro\ide.  the  hospital  will  try  to  refer  the 
pattEnt  to  a  facilltjf  that  can  provide  It.  If 
the  patient  Is  hanf  Jcapped.  the  common 
sense  response  Is  the  same,  'llie  failure 
of  the  hospital  to  Itself  provide  the 
treatment  Is  not  "on  the  basis  of  the 
handicap":  rather,  ocntrcatment  is 
^ased  on  the  fact  that  the  hospltiil  If 
Incapable  of  providing  the  treatment 

SItnllaHy.  If  the  medically  Indicated 
course  of  action  for  any  Individual  with 
H  condition  the  facility  Is  Incnpable  of 
treating  Is  to  arrange  for  that  individual 
to  be  transferred  to  a  facility  where  the 
treatment  can  be  provided,  then  this 
transfer  cannot  be  denied  to  a  qualified 
handicepped  person  (one  who  will 
benefit  medically  from  It)  on  the  basis  of 
the  person's  handicap. 

Responsibilities  of  Hospitals  as 
Opposed  to  Physicians 

Another  chaiienge  to  the  Department's 
application  of  section  504  to  health  care 
for  handicapped  Infants  was  submitted 
by  the  Federation  of  American 
Hospitals: 

...  A  hospital  ctnnrt  pncllce  medicine.  In 
fuel,  many  ttatt  lawj  prohibit  and  punish  the 
unii'Jthorixed  procUca  of  medicine. 
Nevertheless,  the  proposed  rules  pUce  the 
renponslbltily  for  the  physician's  decision  on 


ihr  hostiiul.  Murruicr.  assuming  \\\\\\ 
OiKriminKitm  on  the  busiii  uf  hvndiuip 
CKlitiu  K\  K  not  discrlmtmitinn  on  the  patt  i 
tnc  htispilMl.  it  is  the  di»(  rimlnMtinn  of  thi« 
physician  and/or  pirrnls  who  nn*  not 
recipients  of  frdrral  finnncinl  MtKintitnrc 
thnt  term  is  dctintd  under  the  BchMliiliUtioit 
AlI.  Thcmfurt.  insofar  at  (hey  apply  to 
hospllals.  nut  physiciuns  ;ind  pnrcnlR.  the 
propoiiird  njlfs  lire  also  totnlly  fnindirf^ctrd 

lltJiponse 

The  De*^  >:rtment  disugrces  with  the 
comment  s  Implications  that  the  'aw  in 
any  way  requires  hospitals  to  engage  In 
the  unauthorized  practice  of  medicine, 
and  that  hospitals  have  no  authority  to 
prohibit  discrimination  by  physicians. 

It  is  the  Department  8  view  that  a 
hospital  has  the  authority  to  condition  a 
physicitn's  stsff  membership  or  renewal 
of  membership  on  an  agreement  to  abide 
by  ijie  hospltaPs  policy  of 
nondlscrlmlnstlon.  Indeed,  the 
Department's  conditions  for  hospital 
participation  In  the  Medicare  program 
require  that  i  hospltsl  hsve  **8n 
effective  governing  body  legally 
responsible  for  the  conduct  of  the 
hospitsl  ss  an  institution.**  42  CFH 
405.1021.  Those  conditions  also  require 
that  a  hospital  have: 

«  medical  staff  oignniud  under  byliiws 
•pprove^  by  the  fovcralns  body,  and 
responslDia  to  the  foveming  body  of  the 
hospitsl  for  the  qualily  of  all  medical  aire 
provided  patients  In  the  hospital  and  for  the 
ethical  and  profeMional  practices  of  its 
members. 

42  C¥K  405.1023. 

Under  those  conditions  the  medical 
stuff  Is  also  '^responsible  for  support  of. 
. .  hospital  pollde-*.**  42  CFR  405.1023(a). 
Standards  wet  forth  in  the  accreditation 
manual  for  hospitals,  published  by  the 
lolnt  Commission  on  Accreditation  of 
Hospitals  also  recognize  the 
responsibility  of  the  governing  bcdy  to 
adopt  and  approve  bylaws  consistent 
with  all  applicable  laws  and  regulations. 
The  accreditation  manual  also 
emphasizes  that  the  governing  body  has 
the  responsibility  for  the  conduct  of  the 
hospital's  operation  and  that  the 
medical  staff  Is  responsible  to  the 
governing  body. 

it  is  the  Department's  position 
therefore  that  a  hospital  has  the  right  to 
establish  and  Implement  a  poUcy  of 
nondiscrimination  amohg  Its  employees 
and  m  dical  staff,  and  that  thir  does  not 
const'   *.e  an  unauthorized  practice  of 
medicUie  by  the  institution. 

Applicability  of  Section  504  to  Adults 

Severn!  commenters  rai^d  the  issue 
whether  section  504  would  also  be 
applicable  to  Issues  relating  to  medical 
care  provided  to  adults.  For  example. 
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the  Department  received  the  following 
comment  from  a  doctor  In  Sun  Antonlo« 
Texat: 

Al  a  doctor  H  ho  pnuticei  on  adult 
.ptftientt,  why* !  find  molt  worriMme  u\HK^i 
\t*\yiho\%  lorry  ifftir  it  thit  the  reasoning 
bw.jind  the  pre  ^ntcd  nilei  sppliet  iit  Icist  at 
well  to  adult!  at  to  infintt  with  congenti j| 
deitctl.  Should  cvtry  patient  no  matter  how 
old  or  111  be  forced  to  receive  the  **bv.ncntr 
of  cardlopulmonsry  rtstucitatlont  SS)ou!d  I 
iiinety*yf  ir^ld  mm  with  i  ilroke  which  hat 
cauitd  him  to  develop  pneumonia  be 
ii*b|«cted  to  weeks  on  a  respUHtcvr  in  hopes 
of  fcttlnf  him  wcU  enough  to  |o  to  s  nursing 
horat,  where  the  ume  oislc  problem  It  lure 
to  Uid  to  another  bout  of  pnsumonii(7  Should 
«  »eaUt«  mbativt  aUtty-yttx^ld  lidy  with 
a  bctaat  Mie  have  i  Mopey  ind 
ini*i^tomy?CatUin]y  a  stroke  ind  senility 
ire  handicspe  If  Down*i  lyndrome  Is. 

Retponie 

Although  aectlon  504  ia,  of  course, 
tl^licable  to  laiutt  rclatbig  to  health 
cara  provi<kd  to  adulu.  tba  unique 
liiuea  rakting  to  health  car«  for 
handicapped  Infinti  ilgniflcahtly  affect 
the  application  of  the  Uw  and  fuctlfy  the 
srtcial  procedural  et  tabllshed  by  ths 
final  rules. 

The  ipecial  needi  of  infants  and 
minora  havi  long  been  recognized  by 
moit  itatet,  as  iti  evidenced  by  the 
enactment  of  child  abuia  and  neglect 
itatutei.  Theie  ititutei.  h',  ssost 
instancet,  ipedncally  reference  the 
failure  to  provide  necesiary  medical 
care  to  minora  ai  cbnitltuting  child 
abcjse  or  neglect,  and  establish  special 
rem;?/dl4.Uuthoritiei. 

In  cocV^it  most  adult  patienti  are 
viewed  by  courti  as  being  competent  to 
give  or  withhold  consent  regarding 
medical  tnatment  for  themselves.  In  the 
case  of  adults  incapable  of  making 
dediioni,  due  to  senility,  mental 
retardation,  or  the  like,  courts  have 
applied  the  **iubstituted  fudgmcnt** 
doctrine  to  try  lo  asccrt^'^  the 
incompetent  patient*i  own  wishes 
throud^  available  evidence  and  by 
asking  what  ft  reasonable  person  in  the 
patienl*s  situation  would  do. 

The  circumstances  which  give  rise  to 
the  special  procedures  established  by 
state  to  protect  children  are  the 
same  circumstances  which  give  rise  to 
the  special  procedures  established  by 
the  Hnal  rules  to  apply  section  5(M  to 
rasttera  relating  to  health  care  for 
handicapped  infants. 

Limiiations  on  ObU$Qtiz,*i  Imposed  By 
Section  SOS 

A  number  of  comroentera  called 
attention  to  {udldal  decisions  indicating 
limitations  on  the  extent  to  which 
section  501  mi&dstes  that  recipients  of 
Federal  financial  assistance  undertake 


substantial  changes  in  their  progruDS  or 
activities. 

As  stated  by  the  American  A\V  ^^^my 
of  Pediatrics: 

ase  Isw  interpreting  section  504  suj{g«stk 
existence  of  11*  '*etions  beyond  wh;ch  tht^ 
stktule  cannot  rca^i.  giving  rlie  to  the 
question  of  whether  liiiS*  nile  uuuld  Impose 
on  (toduers  unwsmtnted  sfflmtstlve  sction 
bujdens.  In  Southcattem  Commun.'ty  Coflefte 
V.Dc  ^  442  U.S.  997  (1079).  the  Supreme 
Court  considered  the  dslms  of  s  licensed 
prar.tlcsl  nurte  thst  her  denlst  of  sdmlcsion 
to  s  college  nursing  prograi:^  on  the  basis  of 
hcrhesring  disibility  violated  section  504. 
The  college  hsd  detennlned  thst  DSvls's 
impairment  wss  such  thst,  even  with  s 
bearing  aid,  she  would  be  unable  to 
ptrtidpeie  hlly  In  the  program  and  function 
effectively  as  a  nurse.  According  to  the 
plaintiff,  howev-^r.  the  college  should  not 
bavc  taken  her  bandlcsp  Into  sccount  In 
determining  whether  she  wss  ''otherwise 
qualified**  for  die  profram,  but,  rather,  should 
have  ooaftMd  Its  bM|«by  to  her  scadtnic  and 
technical  qvaliflcaUoiis.  Ihe  Court  rejectad 
thU  ariument,  finding  that  aecttoo  604  *^y  Its 
terms  does  not  compel  educatlcnsl 
InsUtutions  to  disregsrd  the  disstsisi*^  of 
hsndlcspped  individuals. .  .  .**442U5.st 
40C 

Dsvis  s?gued  further  that  IHiS  regulations 
Implementing  section  504  required  that  the 
nursing  program  be  modified  to  SccommodHte 
her.  to  which  the  Court  replied: 

If  theH  regulations  were  to  require . 
Substsntl2l  adjustment  lii  existing  progtdms 
beyond  those  necessary  to  ellmlnats 
discrimination  agslnst  othentlse  q*'^  liflad 
Individuals,  thc^  ^uld  do-  more  than  ckrify 
the  meaning  of  *<>l.  Inslesd.  they  would 
constitute  sn  *>uthorixed  extension  of  the 
obligations  ln.Kused  by  thst  statute.  Id. «( 
4ia  . . . 

ResponSB 

The  only  a^Irm^tIve  titp  required  of 
recipient  hospitals  by  the  final  rules  is  to 
post  an  informational  notice.  As 
explained  in  the  preamble,  the 
Department  has  sought  to  tailor  the 
notice,  with  respect  to  both  its  wording 
and  the  locations  for  Its  postingi  so  as  to 
avoid  any  disruptive  or  administratively 
bur^nsome  effects.  The  posting  of 
notices  to  adxise  Int'ividuals  of 
protections  provided  by  Federal  taws  is 
very  common  in  connection  with  a  wide 
range  of  civil  rights,  health  and  safety, 
consumer  protection,  labor  standards, 
and  other  Federal  laws.  The  posting  of 
this  notice  cannot  be  crrdibly  argued  to 
constitute  the  kind  of  excessive 
regulation  prohibited  by  the  Daxis 
doctrine. 

The  other  provisions  of  the  final  rule 
which  affect  hospitals,  the  clarification 
regarding  access  to  records  a  ^d  the 
narrow  exception  to  the  ten-day  notice 
rule,  similarly  impose  no  appreciable 
administrative  burdens  on  hospitals. 
The  provision  of  the  final  rules  rolating 
to  state  child  protective  services 


agencies  also,  as  explained  in  the 
preumble.  imposes  no  significant 
burdens. 

The  case«by-ca8c  application  of 
section  504  and  existing  regulations, 
entirely  separate  from  any  mandatory 
provision  of  the  final  rules,  is,  of  course 
subject  to  \\\t  Davis  limitations. 
However,  aa  clearly  evidenced  by  the 
guidelines  set  forth  in  the  arpendix  to 
the  final  rules,  these  limIt^ltlons  have 
been  fully  complied  with  in  connection 
with  th6  Department's  Interpretations  of 
the  application  of  section  204  and  in  its 
Mifurcoment  processes. 

Section  504,  as  the  Davis  decision 
recognized,  requires  the  operation  of  a 
reciplent*s  program  In  a 
ncndiscriminatory  feshlon.  The 
DepartnienVs  interpretations  and 
procedures  applicable  in  this  context 
require  no  more.  The  guidelines  in  the 
appendbc  make  dear  the  Department 
interprets  section  504  as  not  requiring 
the  provision  of  futile  treatments  andl  as 
respecting  reasonaMe  medical 
judgments.  Further,  they  make  dear  that 
investigative  procedures  have  been 
speclQlly  cralied  to  avoid  substantial 
adminislrutlve  burdens.  The  basis  of  tlie 
Supreme  Court's  dedslon  inX>aws  was 
that  because  the  Court  found  it  unlikely 
that  the  phlntiff  could  benefit  ultimately 
from  the  nursing  program,  the  college's 
refusal  to  muke  substantial 
modifications  to  Its  educatior>a]  program 
to  acco  nodote  the  plaintiff  was  not 

'nUnatory.  The  appendix  guidelines 
ui     dear  that  the  Depsrtment*s 
interpretation  of  section  504  in  this 
context  carefully  adiieres  to  this  ability 
to  benefit  requL<emtnt 

The  Davis  decision  did  not  authorize 
the  evasion  of  section  504  obligations 
under  the  gu^se  that  adhering  to  the 
nondlscrimli.atlon  mandate  may  require 
some  attention.  However  the  courts 
ultimately  refine  the  doctrine  that  there 
arc  limitations  on  the  scope  of  section 
504,  it  is  t^4e  Department's  firm  position 
that  those  imitations  are  in  no  way 
touched  by  ihe  mandatory  requirements 
of  the  final  rules,  nor  will  th^  be 
touchoJ  by  case-by-case  application  cf 
the  law  consistent  with  the  guidelines 
set  forth  in  the  appends  to  the  final 
rules. 

Medicare  and  Medicaid  as  **FederuI 
Financia!  Assistance  " 

A  number  of  commenters  also 
disputed  the  Department's  legal 
duthnrlty  for  thu  rules  on  the  grounds 
that  p<utictptition  by  hospitals  In 
till}  Medliritra  nnd  Medicaid  progr.mw 
did  not  brlnR  them  within  the 
u)Vi;r,i;;(:  of  sut.tinii  504  on  thu  Kfuiinds 
ili.tt  Stivlicaninnd  MiMllcaid  arc  not 
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"Federal  financial  assistance'*  within 
the  meaning  of  the  Act. 

Response 

The  Department's  position, 
consistently  held  since  the  Medicare 
and  Medicaid  programs  were  originally 
enacted  io  1965.  that  Medicare  Part  A 
payments  to  hospitals  and  Medicaid 
constitute  Federal  financial  assistance 
for  purposes  of  applicability  of  Title  VI 
oi:  the  Civil  Rights  Act  of  ISei  and  the 
nondiscrimination  statutes  modeled 
after  it.  including  section  504.  is 
unchanged. 

Because  the  rules  do  not  specifically 
refer  to  the  Medicare  or  Medicaid 
programs,  the  validity  of  the  rule  is  not 
dependent  upon  theOepailment's  long- 
standing interpretttion.  However, 
hospital  o^dals  who  believe  their 
hospitals  are  not  subject  to  these  civil 
rights  laws  may  wish  to  inform 
themselves  of  the  Department's  position 
and  the  substantial  legal  support  for  it. 

The  Department's  position  has  been 
clear,  unequivocal,  and  consistent.  The 
appendix  to  the  Department's  title  VI 
regulations  lists  Medicare  and  Medicaid 
as  programs  of  Federal  financial 
assistance.  45  CFR  Part  80.  Appendix  A. 
Part  1.  No!  121.  and  Part  Z  No.  30.  The 
spi^ndix  to  HHS's  section  504 
regulations  makes  clear  HHS's 
interpretation  that  the  scope  of 
jurisdiction  of  section  504  is  the  same  as 
that  for  title  VI.  45  CFR  Part  84. 
Appendix  A.  Subpart  A.  No.  2. 

The  legislative  history  of  the  Medicare 
statute  makes  clear  that  Medicare 
payments  to  hospitals  were  intended  to 
constitute  Federal  financial  assistance 
for  purposes  of  the  applicability  of  title 
VI  of  the  Civil  Rights  Act.  and  thus 
section  504  as  well.  Speaking  on  the 
floor  of  the  Senate  in  support  of  the 
Medicare  bill.  Senators  Ribicoffand 
Hart  staled  unequivocally  that  title  Vl 
was  applicable  to  hospitals  participating 
in  Medicare.  Senator  Ribicoff; 
"{HJospitals  and  other  institutions  have 
...  to  abide  by  Title  VI  of  the  Civil 
Rights  Act."  Ill  Cong.  Rec  15803  (1965). 
Senator  Hart: 

In  addition  to  the  new  economic 
independence  tt  will  create.  1  am  hopeful  that 
the  bill  will  promote  first  class  citizenship  In 
another  fashion  also.  We  decided  last  year, 
and  wrote  into  law.  that  federal  tax  dollars 
collected  from  all  the  people  m3>  not  be  used 
to  provide  benefits  to  Institutions  or  agencies 
which  diicnminatepn  the  grounds  of  race, 
color,  or  national  origin  ...is  principle  vA\l 
of  course,  apply  to  hoipital  and  extended 
care  and  home  health  services  provided 
under  the  sodal  security  systems,  and  will 
require  Institutions  ana  ogenciet  fum/thing 
these  services  to  abide  by  Title  V/  of  the 
Civil  Rights  Act  oflS$4.  Id.  at  15813' 
(entphasis  supplied). 


In  addition,  the  legislative  history'  of 
the  Civil  Rights  Act  supports  this 
position.  In  the  most  complete  analyiis 
of  title  V!  contained  in  the  House 
Judiciary  Committee's  Report,  the 
additic-al  views  of  seven  supporters  of 
the  legislation,  uncontroverted  in  any 
section  of  the  report,  specifically  made 
reference  to  the  predecessor  program  to 
Medicaid  and  clearly  stated 
congressional  policy  underlying  title  VI: 

In  a  related  fashion,  racial  discrimination 
hHS  been  found  to  exist  in  vendor  payment 
programs  for  medical  care  of  public 
assistance  recipients.  Hospitals,  nursing 
homes,  and  clinics  In  all  parts  of  the  country 
participate  In  these  programs  and.  in  some. 
Nfgro  recipients  have  received  less  than 
equal  advantage. 
•      •      •      •  • 

In  every  essential  of  life.  American  citizens 
are  a^ectsd  by  programs  of  Federal  fintndal 
assistance.  Huou^  these  proframs.  medical 
c^re.  food,  employment  education,  and 
welfare  are  supplied  to  those  In  need.  For  the 
government  then,  to  permit  the  extension  of 
such  assistance  to  be  carried  on  In  a  radally 
discriminatory  mannir  is  to  violate  the 
precepts  of  democracy  and  undermine  the 
foundations  of  government. 

H.R.  Rep.  No.  914. 68th  Cong.  2d  Sess. 
(Additional  Views  on  HJt  7152  of  Hon. 
William  M.  McCulloch.  et  al). 

Courts  which  have  dealt  with  this 
issue  have  found  Medicare  and 
Medicaid  to  constitute  Federal  financial 
assistance  foi'purpo&es  of  establishing 
civil  rights  jurisdiction.  A  recent  such 
case  is  United  States  v.  Baylor 
University  Medico!  Center.  564  F.  Supp. 
1495  (N.D.  Tex.  1983).  Citing  HHS 
regulations  indicating  that  Medicare  and 
Medicaid  are  Federal  financial 
assistance,  case  law  in  which  courts 
'  have  had  little  difficulty"  In  finding 
that  they  are  Federal  financtal 
assistance,  the  legislative  history  of  the 
Medicare  statute,  long-standing  agency 
interpretation*  and  the  broad 
construction  which  must  be  given  to 
remedial  civil  rights  statutes,  the  court 
found  that  Medicare  and  Medicaid  are 
Federal  financial  assistance  for 
purposes  of  section  504  coverage.  The 
court  also  specifically  rejected  the 
medical  center's  argument  that 
Medicare  and  Medicaid  payments  are 
exempt  from  the  definition  of  "Federal 
financial  assistance"  on  the  grounds  of 
being  under  contracts  of  insurance.  The 
Cou     stinguished  insurance  programs, 
by  noting  that  Medicare  is  funded  by 
mandatory  taxes  and  Medicaid  by 
general  revenues,  rather  than  through  a 
system  of  risk-based  premiums. 

Other  cases  supporting  the  position 
that  Medicare  and  Medicaid  payments 
are  Federal  financial  assistance  are 
NAACPv,  Wilmington  Medical  Center. 


657  F.2d  1332  (3tL  Z\u  1981)  (the  court 
noted  its  furisdiction  was  based  on  the 
hospital's  receipt  of  Medicare  and 
Medicaid  funding):  United  States  v. 
Cobrini  Medical  Center,  497  F.  Supp.  95. 
95.  n.l  (S.D.N.Y.  1980):  Cook  v.  Oscbner. 
No.  70-1969  {E.D.  U.,  Feb.  12. 1979)  (the 
defendants*  ari'ument  that  Medicare  and 
Medicaid  payments  did  not  constitute 
Federal  financial  assistance  was 
reiected  by  the  district  court  during  pre- 
trial motions);  Flora  v.  Moore,  461  F. 
Supp.  1104. 1115  (N.D.  Miss  1978]:  and 
Bob  Jones  Universiiy  \,  Johnson,  396  F. 
Supp.  597  (D.S.C  1974).  ajpd..  529  F.2d 
514  (4th  Cir.  1975}  (court  held  that  VA 
benefits  to  students  constituted  Federal 
financial  assistance  to  the  university 
and  noted  their  similarity  to  Medicaid). 

The  basic  congressional  policy 
underlying  title  VL  section  504  and 
related  statutes  Is  that  federally  funded 
programs  and  services  are  to  t» 
administered  in  a  nondiscriminatory 
fashion.  The  Medicare  and  Medicaid 
programs  were  established  for  the 
purpose  of  providing  medical  service  U> 
people  who  otherwise  might  not  be 
financially  able  to  obtain  them.  The 
argument  that  somehow  these  federally 
assisted  medical  services  were  not 
intended  to  bo  within  the  reach  of  the 
nondiscrimination  rule  Is  cleariy 
contrary  to  the  basic  congressional 
policy.  Underscoring  this  is  the  fact  that 
HHS  spends  billions  of  dollars  annually 
for  health  care  services  to  the  aged, 
disabled,  and  poor,  and  virtually  all 
hospitals  participate  in  these  programs. 
According  to  data  of  the  Health  Care 
Financing  AdmlnistraUon  (HCFA).  HHS. 
of  approximately  8.S30  hospitals,  6.737 
participate  in  Medicare  and  virtually  the 
same  number  in  Medicaid.  In  fiscal  year 
1962.  total  hospital  costs  in  the  United 
States  were  $136  billion.  Of  this.  $47.9 
billion  were  HCFA  expenditures  ($36.3 
billion.  Medicare.  $11.6  billion. 
Medicaid).  Approximately  36  percent  of 
all  hospital  costs  in  the  United  3tates 
ar^  financed  through  the  Medicare  and 
Medicaid  programs.  See  HCFA 
Statistics  (Publication  No.  03155.  Sept. 
1983). 

It  should  also  be  noted  that  there  are 
no  persuasive  arguments  for 
distinguishing  Medicaid  and  Medicare 
on  the  question  of  whether  they 
constitute  Federal  financial  assistance 
to  hospitals.  Although  Federal  Medicaid 
funds  flow  through  the  states,  the  states* 
relationship  to  the  hospitals  in  Medicaid 
is  essentially  the  same  as  that  of  the 
Federal  government  tc  the  hospitsis  In 
Medicare.  HHS  regulations  for  both  title 
VI  and  section  504  specify  that 
recipients  of  Federal  financial 
assistance  include  all  subrecipients 
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which  receive  funds  from  a  recip  45 
CFRe0.13(i).  84.3(0- 

In  addition.  Medicare  and  Medicaid 
cannot  be  considered  procurement 
contracts  for  purposes  of  the  statutoty 
exemption  &om  dvil  rights  jurisdiction 
in  connection  with  such  conU«cls. 
Unlike  the  relationiHip  that  exists  under 
procurement  contracts,  health  care 
providers  promise  only  that  if  they  serve 
an  eligible  beneficiary  of  the  program, 
they  will  look  to  the  government  for 
payment  of  all  bat  specified  items.  In 
tddiUoz},  under  Medicare  and  Medicaid 
the  level  of  services  is  determined  by 
providers  who  are  not  acting  as  agenta 
for  the  govenunent  and  are  not 
diidiars^ng  an  obligation  the 
government  b^s  assumr  d.  Rather  they 
art— with  Federal  assistance— engaging 
in  activities  they  hava  long  perfonnad. 
In  tiUs  respect  Medicare  and  Medicaid 
payments  are  indistinguishable  from 
grants  to  pay  the  costs  of  medical 
services.  Indeed,  these  payments  often 
cover  medical  costs  of  indigent  patients 
that  hospitals  would  otherwise  be 
required  to  absorb  pursuant  to  their 
other       obligations.  In  contrast, 
under  e  procurement  contract  the 
govenunent  acts  cn  its  own  account  as  a 
consumer  of  good^'such  as  tyi>ewrilers 
and  paper  clips,  or  services,  such  as 
hotel  accommodations  and  rental  car 
services  for  traveling  employees.  The 
level  of  services  under  procurement 
contractii  is  determined  by  the 
government  and  not  as  under  Medi^^id 
or  Medicare,  by  the  provider. 

Furthermore,  the  Medicare  and 
Medicaid  programs  do  not  fall  within 
the  statutory  exemption  from  the 
defixdtion  ofPederal  financial  assistance 
for  any  payments  pursuant  to 
contract  of  insurance  or  guaranty."  42 
U.S.a  2000  d-1.  2000  d-4  (title  VI}:  45 
CFR  84.3(h]  (section  504].  The  principal 
object  of  the  Medicare  and  Medicaid 
programs  is  to  provide  service.  Medicare 
and  Medicaid  programs  cannot  properiy 
be  characterized  as,  or  analogized  to.  a 
contract  of  insurance.  Benefits  under 
these  programs  are  not  measured  by  any 
fixed  premium  paid  by  the  beneficiary  to 
the  government:  the  government 
reimburses  for  the  reasonable  cost 
incurred  by  the  provider  In  rendering 
services.  Missing  from  both 
reimbursement  plsns  is  Oiat  essential 
element  of  insurance — the  assumption  of 
risk.  The  Medicare  and  Medicaid 
programs  do  not  purpor'r  to  indemnify 
for  nonpayment  by  the  beneHclary.  The 
hospital  in  becoming  a  provider  of 
services  under  these  programs,  agrees  to 
look  to  the  government  for  payment  and 
to  accept  the  reimbursement  from  the 
government  as  full  payment,  except  for 


the  deductible  and  coinsurance.  The 
beneficiary  does  not  Incur  any 
obligation  to  pay  for  those  services 
which  are  covered  by  the  agreement 

'tween  the  provider  and  the 
government. 

Nor  do  Medicare  and  Medicaid 
constitute  contracts  of  guaranty. 
Essential  to  a  defliil^'on  of  a  contract  of 
guaranty  Is  a  primary  obligation  on  tha 
part  of  the  Individual  for  whom  the 
guaranty  Is  glveiu  A  contract  of 
guaranty  is  a  promise  to  pay  or  an 
assumption  of  performance  of  some  duty 
upon  the  failure  of  another  who  is 
primarily  obligated  in  the  first  instance. 
In  contrast,  the  reimbursement 
provisions  of  the  Medicsre'and 
Medicaid  programs  are  not  activated  by 
the  failure  of  the  individual  recipient  to 
pay  forthe  medical  services  covered  by 
agreement  between  the  government  and 
the  hospital 

It  Is  the  absence  of  these  elements 
which  distinguishes  Medicare  and 
Medicaid  from  programs  that  Congress 
Intended  to  be  excluded  under  the 
contract  of  insurance  or  guaranty 
exception,  such  as  mortgage  guarantees 
under  FHA  or  VA  end  depositors* 
insurance  under  FDIC,  where  the  role  of 
the  government  is  cleariy  as  an  insurer 
or  guarantor  and  Federal  monies  are 
Involved  only  If  the  private  party  doea 
sot  meet  his  or  her  obligation.  It  Is  also 
noteworthy  that  the  American  Hospital 
Association  apparently  concluded  In 
1968,  when  Medicare  was  instituted, 
that  hospitals  receiving  Medicare  were 
recipients  of  Federal  tinandal 
assistance  for  title  VI  purposes.  The 
AHA  solicited  and  printed  In  its  loumal 
a  question  and  answer  article  prepared 
by  the  former  Department  of  Health. 
Education  and  Welfare  to  help  hospitals 
understand  what  they  were  required  to 
do  to  comply  with  title  VI  to  receive 
Medicare  funds.  See  "Hospitals  and 
Title  VI  of  the  Civil  Rights  Act  of  t964. 
Questions  and  Answers.**  Hospitals, 
June  1, 1966.  Also,  pursuant  to  45  CFR 
g4.5.  hospitals  which  participate  in  the 
Medicare  and  Medicaid  pr^rams  have 
submitted  assurances  to  lU  'iS  that  they 
wculd  comply  with  section  504  and  the 
applicable  regulations. 

Accordingly,  as  demonstrated  by  thic 
brief  sununary  of  points  In  support  of  the 
Departments  long-standing  position, 
hospitals  which  participate  In  the 
Medicare  and  Medicaid  programs  are 
recipients  of  Federal  financial 
assistance  for  the  purpose  of 
establishing  section  504  Jurisdiction. 

**Program  or  Activity'*  Receiving 
Federal  Financial  Assistance 

Another  argumeiit  presented  by  some 
commentcrft  to  dispute  the  legal 


authority  for  the  proposed  rule  is  thdt 
even  if  Medicare  and  Medicaid  are 
•'Federal  financial  assistance."  they  are 
not  •*a  program  or  activity**  which 
provides  medical  care  to  handicapped 
Infants.  The  argument  appears  to  be 
that,  purportedly  following  the  analysis 
of  the  govemment*s  brief  to  the  Supreme 
Court  In  the  pending  casa  of  Grove  City 
College  V.  BelL  667  ?2d  664  (3d  CIr. 
,082),  cert,  granted,  51 USLW  3811. 
February  22. 1983  (#82-792).  the 
**p70gram  or  activity**  which  receives 
Federal  financial  assistance  In  the  form 
of  Medicare  and  Medicaid  payments  to 
a  hospital  is  the  fiscal  accounting  office 
of  the  hospital. 

As  stated  by  the  American  Academy 
of  Pediatrics: 


The  Department  believes  this 
argument  is  without  merit  The  position 
advanced  by  th^  government  in  Grove 
City  is  that  in  determining  what 
constitutes  the  Federally  assisted 
program,  it  Is  necessary  to  examine  both 
thd  nature  of  the  Federal  program  and 
the  organizational  practices  of  the 
recipient  institutions.  Grove  City 
Involves  the  Basic  Education 
Opportunity  Grants  program  (BEOG).  in 
which  grants  are  made  to  students  and 
used  by  the  students  to  pay  for  tuitioa 
fees,  room  and  board  The  recipient 
Institutions  operate  financial  aid 
programs  under  the  direction  of  a 
financial  aid  office,  with  a  separate 
budget  and  a  specific  purpose,  to 
provide  financial  aid  to  students  who 
otherwise  could  not  afford  to  attend  the 
college.  BEOG*s  are  one  component  of 
the  conege*8  financial  aid  program.  In 
view  of  the  nature  of  the  Federal  BEOG 
program  and  the  organisational 
practices  of  colleges.  It  is  the  college*s 
financial  aid  program  that  receives  the 
Federal  assistance.  Although, 
conceivably,  an  effort  could  be 
undertaken  to  **trace**  the  **ripple 
effects**  of  the  BEOG  money  throughout 
the  college,  the  government's  position  in 
Grove  City  is  that  this  is  not  what 
Congress  iiitended  in  enacting  the 
program  specificity  requirement  in  the 
applicable  civil  right  statutes. 

The  circumstances  involved  in 
connection  with  Medicare  and  Medicaid 
reimbursements  to  hospitals  are  e^airely 
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...  to  the  extent,  the^i.  thit  the 
govermnent  believss  that  Title  DC  cannot 
extend  beyond  the  Hnandal  aid  office,  is 
difficult  to  undarstind  bow  scctioQ  SOC  could 
extend  io  nurseries,  mat^ty  wards,  sod 
»eonstaI  intensive  cars  units  simply  because 
the  medfcai  expenses  of  primarily  eldeHy 
Medicare  txmenciarics  sre  rcImburMd  in  tlie 
ecccunUng  ofHce. 

Response 
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different  from  those  involved  in  BEOC's 
and  colleges.  Rather  than  providing 
assistance  to  a  general  financial  aid 
program  operated  by  the  recipient. 
Medicare  and  Medicaid  payments  to 
hospitals  are  primarily  for  particular 
medical  services  provided  to  particular 
patients  who  received  services  in 
particular  units  of  the  hospital  It  is 
services  provided  to  particular 
beneficijries  by  the  hospitaPs  operating 
.:H>m.  x-ray  department,  laboratory, 
pediatrica  ward,  or  oUier  organizational 
units  that  give  rise  to  the  Federal 
reimbursements.  In  addition,  the 
hospitePs  organizational  and  accounting 
practices  provide  for  Federal 
relmbur»emej}t  for*  proportionate  share 
of  administrative  costs,  housekeeping, 
depreciation  of  physical  plent.  and  other 
general  expenses,  all  specifically 
itemized  and  spedficafly  eligible  for 
reimbursement. 

Also  unlike  colleges,  **tradng** 
Medicare  and  Medicaid  reimbursements 
within  hospitals  Is  not  dependent  upon 
looking  for  "ripple  effects**  of  the 
Federal  funds.  Rather,  it  is  the  specific 
idehtiHcatlon  of  actual  services  and 
costs  which  gives  rise  to 
reimbursements  based  specifically 
thereon. 

Therefore,  the  Federally  assisted 
program  of  a  hospital  is  not.  a?  a 
comTienter  suggested,  the  accounting 
office  of  tlie  hospital,  any  more  than  the 
Federally  assisted  program  of  a  college 
is  the  accounting  office  or  comptroller. 
An  examination  of  the  applicable 
Federal  programs  and  the  recipient's 
■organizational  practices  makes  clear 
that  the  issues  presented  in  the  Grove 
City  case,  and  the  positions  taken  by  the 
government  in  that  case,  do  not 
undermine  the  legal  basis  for  the  final 
rules  or  the  app!'cation  of  section  504  to 
health  care  for  handicapped  infarcts. 

It  should  also  be  noted  that  whatever 
subtleties  or  twists  are  ultimately 
associated  with  the  interpretation  of 
•'program  or  activity."  the  final  rules 
specifically  accommodate  the  program 
specificity  requirement  pertaining  to  the 
posting  of  the  Informational  notice  as 
applicable  to  each  recipient  that 
provides  health  care  services  to  infants 
'*in  programs  or  activities  receiving 
Federal  financial  assistance."  If.  on  the 
basis  of  the  Supreme  Court's  eventual 
decision  in  Grove  City  or  other  factors, 
limitations  evolve  on  what  programs  or 
activities  of  hospitals  are  covered  by 
section  5C4.  those  limitations   Ul  be 
accommodated  by  the  text  of  the  rules. 

Services  vs.  Employmetii  as 
Jurisdiction  a!  Limitation 

The  Federation  of  American  Hospitals 
advanr  *  another  argument  in  behalf  of 


the  preposition  that  the  Department  has 
no  legal  authority  to  issue  the  final  rules. 
The  Federation  commented: 

The  Rehabihtallon  Act  of  1073  (Pub.  L.  93- 
112)  does  not  apply  to  hospitals.  Federal 
circuit  courts  of  appeal  which  equarely 
address  the  issue  uniformly  hold  that  the  Act 
does  not  apply  to  hospitfilt  as  recipients  of 
Medioiid  or  Medicare  funds.  These  courts 
have  held  that  the  Rehabilitation  Act  applies 
to  recipients  of  federal  finindal  assistance  if. 
and  only  if.  that  assistance  has  the  primary 
objective  of  providirsg  employment. 

In  United  States  v.  Cobn'ni,  639  F.2d  908  (2d 
Cir.  1981).  the  Court .  .  .  {held]  that  the  OfHce 
for  Civil  Rights  was  not  authorized  :o 
investigate  ^  complaint  by  a  hospital 
employee  that  he  was  discharged  for  mental 
disability. . .  .  7>agwr  r.  Libbh 
Rehabilitation  Center,  Inc.  590  F.2d  87. 89 
(4th  Or.  1978),  cert  den'd  HZ  VS.  047: 
Scanlon  v.  Atafcodero  State  Ho9pital  877 
F.2d  1271. 1272  (9tli  Or.  1961);  se^.  alsa 
Cormi  v.  Metropolitan  SL  Louis  Sewtr 
DistricL  620  FAi  672, 674-675  {8lh  Cir.  1980), 
ce/tcfen'd  192  S.a.  346  (1960). . , 

As  there  U  no  lejal  authority  supporting 
the  propociUoo  that  the  RahabiUUUoo  Act  of 
1973  applies  to  hospitals  receiving  K^care 
snd  Medicaid  funds  since  the  primal 
objective  of  those  programs  Is  not 
employment:  the  proposed  mlet  must  be 
withdrawn. 

Response 

The  Federation's  legal  argionent  Is 
incorrect.  The  Tragesar/Carmi/Cabrini 
Scanlon  line  of  cases  holds  that  section 
504  does  not  provide  jurisdiction  over 
employment  practices  of  recipients 
unless  the  Federal  financial  assistance 
hus  the  primary  obiective  of  providing 
employment.  These  cases  held  that 
section  505(a)(2)  of  the  Rehabilitation 
Act.  making  the  "remedies,  pi'ocedures. 
and  rights  set  forth  in  title  VI  of  the  Civil 
Rights  Act  of  1984**  applicable  to  section 
504.  incorpcrated  the  restriction  In 
section  dC4  of  the  Civil  Rights  Act  of 
1964.  which  makes  title  VI  inapplicable 
to  employment  practices  unless  the 
Federal  financial  assistance  has  the 
primary  objective  of  providing 
employment.  Two  circuit  courts  have 
recently  held  that  the  reference  to  title 
VI  procedures  in  section  505  did  not 
intend  to  incorporate  the  employment 
restriction. /ones  v.  Metropalitrn 
Atlanta  Rapid  Transit  Authority,  681 
F.2d  1376  (11th  Cir.  mz).  petition  fcr 
cert  pending.  No.  82-1159  {filed  January 
11. 1983}:  LeStrange  v.  Consolidated  Ra^' 
Corporation,  687  F.2d  767  (3d  Cir.  1982). 
cerL  granted.  The  Supreme  Court  I? 
expected  to  decide  this  issue  during  its 
present  term. 

Regardless  of  the  merits  of  that  issue, 
it  has  no  relevance  to  the  final  rules.  No 
case  hap  held,  arnone  could  based  on 
the  clear  statutory  language  and 
congressional  intent  of  section  504,  that 


stviion  504  applies  only  to  a  very 
narrow  segment  of  employment 
practices,  and  has  no  applicability  to  the 
provision  of  services  and  benefits  under 
programs  and  activities  receiving 
Federal  financial  assistance. 

B.  ENFORCEMENT  PROCESSES 

A  prior  section  of  this  preamble 
discusses  investigative  procedures  of 
the  Department  applicable  in  the 
context  of  health  care  for  handicapped 
infants  and  an  analysis  of  related 
comments.  This  section  discusses  other 
comments  pertinent  to  this  issue. 

Sanction  for  t^on-Compliance 

A  number  of  commenters  stated 
objections  to  the  sanction  fornon< 
compliance,  termination  of  Federal 
financial  assistance*  The  basic  thrust  of 
these  comments  was  that  tennlnation  of 
all  or  a  portion  of  a  hocpitaPs  Federal 
Hnandal  ascistance  would  bt  unfair  in 
the  context  of  difHcult  treatment 
decisions,  later  fudged  by  HHS  to  be  in 
non>compliance  with  section  504.  As 
stated  by  the  American  Hospital 
Association: 

The  penalty  for  even  inadvertent  violation 
would  be  severe.  The  Department  asserts 
authority  and  threatens  to  tennlnate  all 
federal  financial  asslstsnct  that  the 
IndtvlduaVor  InsU^Uon  may  be  recaslvlng. 
Moreover,  the  threat  of  suds  penalties  may 
encourage  physldans  and  others  to  refrje  to 
participate  in  programs  funded  by  the  I^edertl 
gov..nment.  pari^ariy  those  supporting 
specialized  treatment  fsdlitles  for  the 
nevv'bom.  In  cases  where  the  institution 
depends  for  operation  on  significant  federal 
funds  unrelated  to  handicaps*  this  policy 
may.  for  example,  cause  tha  closing  of 
neona<al  unite  to  avoid  (he  risk  of  losing 
federal  funds.  Sut^  a  result  could  reduce 
access  to  needed  care  for  many  infants  who 
could  be  helped  with  safe*  t.nely  and 
effective  treatment. 

Response 

It  is  correct  that  under  the  law.  non- 
compliance with  section  504  can  result 
in  termination  of  Federal  financial 
assistance  to  the  particular  program  or 
activity*  or  part  thereof,  in  v^hich  the 
noncompliance  has  been  found. 
Huwever.  the'existing  procedural  and 
legal  requirements  applicable  to  any 
action  to  terminate  Federal  financial 
assistance  ere  more  than  adequatr.  to 
protect  against  an  unfair  result 

The  Rehabilitation  Act  provides,  in 
section  S05(a](2).  that  the  remedies, 
procedures  and  rights  set  forth  in  titk  vt 
of  the  Civil  Rights  Act  of  1934  shai.!  be 
applicable  to  actions  to  enforce  section 
504.  These  title  VI  procedures  provide 
substantial  due  process  protections 

First,  before  Federal  financial 
assistance  can  be  terminated,  the 
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recipient  must  have  an  opportunity  for  a 
heitring  before  a  court  or  administrative 
law  judge,  who  must  expressly  rind  that 
there  has  been  a  failure  to  comply  with 
the  law  or  applicable  regulations. 

Second,  before  Federal  financial 
assistance  can  be  terminated,  their  must 
be  a  finding  that  compliance  cannot  be 
lectuvd  by  voluntaty  means.  Therefore. 
■  recipient  that  hts  been  found  to  have 
violated  section  504  in  connection  with 
the  health  c:.*^  provided  to  a 
handicapped  infant  will  not  lose  its 
Federal  funding  unless  it  refuses  to 
"  adopt  the  standards  or  procedures 
necessary  to  prevent  future 
noQCompUsnce. 

tlilrcl.  in  any  case,  the  burden  of  proof 
that  there  has  been  noncompliance  and 
that  it  cannot  be  corrected  by  volontary 
meant  U  on  die  government  H&a 
standards  for  this  determination  are 
'  thoae  a«t  forth  in  the  appendix  to  the 
final  niles  which  tcdudts  the  guideline 
regarding  dtferance  to  reuonabla 
medfcel  Judpnenis. 

Fourth*  the  Department's  regulations 
provide  for  appeal  of  adverse 
administrative  Isw  judge  decisions  to 
the  Department's  Ovil  Righto  Reviewing 
Authority,  ^vhich  is  Independent  from 
the  OHice  for  Qvil  RlghU.  RedpienU 
may  then  seek  review  by  the  Secretary 
of  the  decisions  of  the  Revii ^wing 
Authority.  Further,  the  Department's 
Hnal  decision  is  rubject  to  Judicial 
review. 

Therefore,  there  is  no  basis  for  an 
assertion  that  Federal  financial 
assistance  can  be  precipitously 
terminated  on  the  basis  of  some 
subjective  determinations  by  a  handful 
of  bureaucrats.  In  fact*  due  primarily  to 
the  statutory  requirement  that  recipients 
be  given  full  opportunity  to  voluntarily 
comply,  the  chance,  based  on  all  prior 
governmental  experience  under  title  VI 
and  the  statutes  modeled  after  it.  that 
any  recipient  will  actually  lose  its 
Federal  financial  assistance  is  rather 
remote. 

OCR  Investigations  at  Strong  Memorial 
Hospital  and  Vandcrbilt  University 
Hospiis! 

In  support  of  criticisms  of  OCR 
investigations,  a  number  of  comiL^nters 
cited  reports  of  hospitals  whi-^h  were 
subjects  of  OCR  investigations  at  the 
time  the  interim  final  rule  was  put  into 
effect  in  March.  As  staled  by  the 
American  Hospital  Association: 

The  mJtchief  of  the  federtl  hotline 
enforcement  machaniim  wet  illustrated 
grapbicaii>  "iuring  the  short  life  of  the  March 
nile  by  the  occurrancet  at  VtnderblJt 
Univen^ity  Hospf ttl  in  Nashville  and  Strot^ 
Memoriai  Hospital  in  Rochester.  NY.  in  the 
Vanderblit  caaa.  an  anonymous  hotline  caller 


slteged  that  ten  named  children  Mt  the 
hospital  were  not  t>eing  fed  or  given  proper 
medical  care.  A  federal  "Baby  Doe  squad" 
(consisting  of  lay  orficials  from  the  regional 
snd  nstionsl  staffs  of  the  Office  of  Civil 
Rights  and  a  hired  neonatologist)  arrived  ai 
(he  hospital  that  evening  and  met  with 
attending  physiciana  for  each  of  the  children, 
the  chief  of  pediatrics,  the  chief  pediatri(^ 
resident,  and  the  aasodate  director  for 
nursing,  after  which  the  neonatologiat 
examined  each  child.  On  the  following  day. 
the  investigative  team  examined  medical 
recorda  and  jntervieKsd  nursing  stsfT. 
hospital  administrators,  and  the  chief  of 
pedis  tries. 

(The  investigation]  resulted  in  the  delayed 
dischsrge  of  one  pctient.  delayed  the 
transportin|f  ^dtildrcn  to  scheduled  suraery. 
necessitated  tnt^rt-otderlog  of  latwratory 
reporta.  diverted  nursea  from  patient 
cssigiunents,  delayed  nursiim  shift  reports, 
and  consumed,  in  total,  aubatantial  amoanta 
of  profeu!(mal  tJma  that  otherwise  would 
have  been  devoted  to  the  care  of  pstients. 
Indodiag  tha  infanta      were  the  subjecta 
of  the  Investigatioau 

Has  Stioot  Memorial  e^^erience  was 
strikit^  almOar  and  tvtn  more  distm.-^tng. 
An  unidentified  hotline  caller,  whose  only 
informstioa  conctming  the  case  apparently 
cams  from  a  newspaper  report  trl^j^rsd  an 
investigatibb  regarding  the  treatment  cf 
conioined  twins  in  that  facility.  An 
identicaliy  constituted  investigstive  so^iad 
arrived  at  tbs  hospital  though  withe  sny 
statement  of  investigstive  authority  or 
tvritten  requests  for  hospital  records.  The 
hospital  complied  ncnetheless  with  the 
investlgatort*  requests,  only  to  have  the  team 
disagree  as  to  whidi  of  them  wu  entitled  to 
the  information.  The  neonatologitt  member  of 
the  team  subsequently  departed  upon 
lesming  thst  tha  investigators  had  failed  to 
obtain  t>.e  parents'  consent  to  examine  the 
tnfanis. 

.  Tlie  effects  of  the  investigation  in  this  case 
went  well  l}eyond  tha  division  of  patient 
care  resources  and  delays  in  treatment  The 
parents  of  the  conioined  infanta  were 
lubiected  to  aubitantlal  undesired  publicity. 
Parents  of  other  critically-ill  children  were 
led  by  thU  publicity  and  the  lack  of 
cldKfication  from  federal  inveatigatora  to 
become  apprehensive  abou:  the  adequacy  of 
care  provided  at  Strong  Memorial.  Before  the 
investigation  concluded,  one  family  removed 
its  aeriousSy-Ul  chi*d  from  the  facility  prior  to 
the  completion  of  trestroent  oc  the  belief  that 
tha  hospital  was  intentionally  harming 
children. 

Response 

The  Department  strongly  disputes  the 
accounts  of  these  investigations 
provided  by  personnel  a^Iiated  with 
the  two  hospitals.  The  reports 
referenced  by  commentera  appear  to  be 
based  upon  affidavits  prepared  in 
connection  vrith  litigation  Initiated  by 
the  American  Hospital  Association 
challenging  tl<e  implementation  c:  the 
March  interim  final  rule.  Contrary  to 
these  reports,  both  of  these 
investigations  were  conducted  very 


expeditiously  and  professionally,  and 
every  effori  was  made  to  minimize  any 
disruption  to  the  hospitals.  In  addition 
dunr.g  the  course  of  the^i  mvcstigdtions 
(and  prior  to  their  being  raised  in  the 
litigation),  officials  of  neither  hospital 
complained  to  OCR  regarding  the 
conduct  of  the  investigations,  nor*  m 
either  case,  did  hospital  personnel 
complain  to  CKIR  personnel  that  the 
investigations  ^^'ere  causing  significant 
disruptions  to  the  patient  care  activities 
of  the  hospital. 

With  respect  to  the  Strong  Memorial 
Hospital  case,  the  following  are  the 
pertinent  facts  of  the  investigation: 

a.  On  the  morning  of   arch  29. 1883 
(seven  days  after  the  i^ffective  date  of 
the  interim  final  rule],  a  complaint  was 
received  on  the  hotline  about  conjoined 
infants  recently  bom  at  Strong  Memorial 
HospKal  in  Rt^hester.  New  York. 

b.  An  Invfstigative  team  consisting  of 
one  investigstor  &om.tht  Washington 
OfTice  and  two  from  the  New  York 
Regional  OfHce  was  sant  to  the* site  to 
investigate.  The  team  arrived  at 
approximately  4:30  p.m.  Arrangements 
were  made  to  have  a  medical  consultant 
also  travel  to  the  site. 

c  The  team  met  with  a  hospital 
administrative  ofHcer  and  the  attending 
physician  Tne  attending  physician 
reviewed  the  infanta*  condition  and 
status.  He  mentioned  that  there  was  a 
no-resuscitation  order  in  e^ect  for  the 
twins,  should  cardiac  arrest  occur. 

d.  The  attending  physician  told  OCR 
that  the  parents  were  concerned  about 
publicity.  OCR  assured  him  that  OCR 
would  not  discuss  the  case  with  the 
media  or  otherwise  publicize  OCR's 
investigation. 

e.  The  OCR  team  made  no  request  tn 
interview  ^ther  staff  at  that  time.  Tht 
administrator  produced  a  copy  of  the 
medical  records.  The  Washington  Office 
in  vestigetor  received  it  and  said  it 
would  not  be  necessary  to  produce 
another  copy  for  the  Regional  Office. 
Tbrou^out  the  investigation,  the 
administrator  and  attending  physician 
were  cooperative  and  helphil.  Tha 
attending  physician  asked  the  team 
leader  to  tell  the  OCR  medical 
consultant  that  he  could  be  called  late 
and  would  be  glad  to  come  to  the 
hospital  and  meet  with  him.  show  him 
the  medical  records,  and  let  him  view 
the  infant  The  administrator  asked  to 
be  called  when  the  medical  consultant 
arrived.  The  OCR  team  left  the  hospital 
at  about  7:30  p.m. 

f.  The  OCR  med.cal  consultant  arrived 
in  Rochester  about  9:15  p.m.  and  met 
vvilh  |he  investigative  team.  Apparently 
based  t^n  u  mlsimpresslon  of  his  role,  the 
consultant  stated  he  would  not  review 
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tite  re&.)rd8  or  go  to  the  hospital  to  mee) 
with  the  physician  or  view  the  infants 
unieat  the  parents  consented. 

g.  On  the  morning  ?f  March  30. 1983, 
the  OCR  teem  and  the  OCR  mndical 
consultant  hqd  a  telephone  conversation 
with  the  administrator.  H9  said  that  he 
wished  the  OCR  teanfi  would  nut  return 
to  the  hospital  because  that 
inv'ustigation  was  receiving  publicity. 
The  team  leader  decided  there  was  no 
need  lo  return  to  the  hospital. 

h.  In  summary,  the  investigative  team 
'vao  on  site  only  three  hours  in  the  late 
a.tcmoon  and  early  evening  of  March 
20. 

With  respect  to  Vanderbilt  University 
Huspital  fcPowing  are  the  pertinent 
fdCts  of  the  case: 

a.  OCR  received  a  hotline  telephone 
call  ol  11-45  e  m.  on  March  23. 1983  (the 
day  after  the  effective  date  of  the 
interim  final  rule),  alleging  that  ten 
infants  at  Vanflerbilt  University 
Hospital  were  not  receiving  treatment 
and/or  nourishment. 

b.  From  9*.30  p.m.  to  11:45  p.m.  on 
March  23. 1983.  the  OCR  investigative 
team,  conaisting  of  two  investigalurs 
from  the  Atlanta  Regional  Office,  one 
from  the  Washington  OfHce.  and  the 
OCR  medical  consultant,  met  with 
various  members  of  the  hospital  stuff  to 
discuss  the  current  status  of  the  ten 
infants. 

c.  After  this  meeting,  from  midnight 
until  12:30  a.m..  the  OCR  medical 
consultant  physically  viewed  the  infants 
on  the  regularly  scheduled  "rounds"  in 
the  company  of  the  Chief  Pediatric 
Resident  and  the  Chief  of  Pediii'ncs, 

d.  From  8KX)  a.m.  untd  2*45  p.m.  on 
Miirch  24. 1983.  the  OC\l  investigators 
and  medical  consultiint  reviewed  the 
available  medical  records  of  the  ten 
children.  Medical  records  were  given  to 
OCR  in  groups  of  four  and  retrieved  as 
needed  by  the  Associate  Director  of 
Nursing  ( id  other  members  of  the 
Vanderbilt  staff.  The  Ab:-«ociate  Dirocior 
of  Nursing  and  the  hos^piial  staff 
membera  were  very  cooperative,  and  at 
nu  time  did  the>  mdicdte  to  the 
investigative  team  that  the  review  of 
records  was  causing  any  problem.  In 
jnly  one  instance  did  they  indicate  they 
needed  a  chart,  and  OCR  immediaiely 
relinquished  it.  That  chart  was  not 
subsequently  made  available  for  review 
that  day.  but  a  copy  of  it  was  mailed  to 
OCR.f 

c.  Al(  records  were  reviewed  with  the 
iinderstanding  »hat  if  they  were  needed 
for  patient  care  they  would  be  retrieved. 
Computer  printouts  delailing  the 
admitthig  diagnosis,  age.  physician 
Hssigned  to  the  ca^e.  service  area,  and 
the  date  of  admission  or  transfer  for  all 
ttn  children  were  given  tu  the  OCR 


team. The  Astiociate  Dncctor  of  Nuising 
8t*^ted  that  this  printout  was  readily 
available  because  the  information  was 
kept  on-line  for  billing  purposes  and  this 
V'ould  not  interfere  W!!h  patiert  care. 
The  bedside  charts  were  copied  and 
given  to  OCR  at  the  end  of  day  because 
they  were  needed  for  patient  care. 

f.  Fullowing  the  OCR  review  of  the 
medical  records,  from  approximately 
2:45  p.m.  to  4:00  p.m.  on  March  24. 1983. 
the  OCR  te-im  interviewed  the  available 
nurses  who  were  involved  in  the 
primary  care  of  the  infanU;.  Five  nurses 
were  interviewed  for  approximately  10 
to  15  minutes  each.  The  selection  Isf  the 
nurses  was  left  to  the  discretion  of  the 
Associate  Director  of  Nursing:  she 
scheduled  them  so  that  patient  care 
would  not  be  disrupted. 

g.  At  no  time  did  the  Chief  of 
Pediatrics  or  Associate  Director  01 
Nursing  indicate  that  the  OCR 
Investigation  was  placing  patients  in 
jeopardy, 

h.  The  hospital  staff  asked  the  OCR 
team  fur  apreliminary  statement  of 
findiitgs.  The  team  leader  responded 
that  OCR  investigators  are  not 
authorized  to  make  findings  during  an 
investigation.  An  investigative  report 
Would  have  to  be  prepared  following  the 
investigation,  and  this  would  have  to  be 
reviewed  before  the  agency  could  issue 
findings. 

i.  The  total  time  spent  on*site  to 
investigate  the  circumstances  relating  to 
Cil  ten  infants  was  approximately  eleven 
hours.  The  tntal  time  occupied  of  the 

^  Vanderbilt  docto;s  directly  involved 
was  seven  and  une-half  hours.  Every 
effort  was  mode  to  minimise  any 
disruption,  and  at  no  t'.me  during  the 
investigation  did  hospital  personnel 
complam  to  OCR  that  the  investigation 
was  di'srupting  patient  care. 

Therefore,  contrary  tu  the  reports  of 
hospital  officials,  prepared  to  support 
lit!g.ttiun  against  the  Department,  these 
'ove.  .:QH!ions  were  condurted 
pivif(*:'sioiia!ly  and  every  uffml  was 
make  to  minimize  any  disruptions. 

Ccncerning  the  report  that,  accurding 
to  a  hospital  official,  one  family 
Withdrew  a  seriously  ill  patient  frunfi  the 
St:ung  Memorial  Hospital  befnre 
completion  of  treatment  due  to  fears 
that  the  huspital  was  intentionplly 
harming  children,  caused  by  their 
reading  of  local  newspaper  accounts  of 
the  investigation,  the  report  provided  no 
further  details,  end  the  depdrtment  has 
no  basis  to  confirm  the  event  or  Ihe 
motivations  for  it.  However,  the  firm 
policy  of  not  commenting  to  the  media 
regarding  an  open  investigation  was 
adhered  to  strictly  in  the  Strong 
Memorial  Hospital  case.  Media 
attention  v»as  not  provoked  by  OCR.  nor 


d'd  OCR  moke  any  statement  to  the 
med.a  whu  h  could  hove  implied  any 
belief  by  OCR  that  tt;e  allegations  of  the 
complaint  were  substantiated. 

Oan^P"  of  Ovorttvutnwnt 

Several  Conimenters  expressed  the 
concern  that  Ihe  existence  of  OCR's 
enf<:rcement  process  would  cause 
hospitals  and  health  care  professionals 
to  "overtreat**  an  infant.  An  example  of 
this  is  a  case  in  which  the  attending 
physician  or  physicians  have  concluded 
on  the  basis  of  reasonable  medical 
judgment  that  treatment  would  be  futile, 
but.  due  tu  a  fear  that  an  OCR 
investigation  might  come  to  a  contrary 
conclusion  nevertheless  provide  futile 
treatment,  which,  while  prolonging  the 
process  of  dying,  causes  suffering  to  the 
infant  and  severe  distress  to  the  infant's 
parents.  In  connection  with  adverse 
ramifications  of  overtreatment.  attention 
was  called  to  the  experiences  of  one 
family,  as  presented  Lt  5  recent  book. 
The  long  Dying  of  Baby  Andrew  (Little, 
Brown  and  Co..  Bostom  1963).' 

Response 

The  Department  believes  that 
whatever  the  dangers  are  that  physician 
mts)iidgments  will  lead  to 
"overtreatment"  of  infants,  those 
dangers  are  not  increased  by  the 
existence  of  section  504  or  the 
determination  of  the  Depariment  to  see 
that  it  is  effectively  enforced.  As 
indicated  above,  section  504  does  not 
require  that  futile  treatments,  which  will 
do  no  more  than  prolong  the  act  of 
dying,  be  provided.  Moreover.  OCR 
decisions  cuncerning  compliance  or 
nonrompliance  with  section  504. 
informed  by  the  expert  evaluation  of 
qualified  medical  con^    ^nts,  donot 
interfere  with  reason^  .edical 
ludgments.  Also,  in  any  case,  reviewing 
whether  certain  care  was  medically 
indicated  and  denied  on  the  basis  of  the 
infint's  handicap,  there  are  extensive 
due  process  protections  to  assure 
accukdcy  of  fact  finding.  Furthermore, 
even  where  theie  is  an  ultimate  finding, 
after  exhaustion  of  all  due  process 
rights,  of  nc  .ompliance  of  section  504. 
no  sanction  can  be  Implemented  unless 
the  recipient  hospital  refuses  to  adopt 
procedures  to  bring  it  into  compliance 

This  Department  ogreifis  that  in  a 
"clove  case"  it  may  be  prudent  to 
f  re.serve  the  status  qro  pending 
additional  consideration  regarding 
whether  certain  possible  tr^'.tments  are 
medically  indicated,  whether  that 
additional  consideration  is  by 
specialists  at  the  hospital  by  medical 
professionals  at  a  more  specialized 
facihty.  by  some  intpmal  hospital 
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review  board,  or  by  tome  state  or 

fedenil  agency.  In  such  a  case,  the  usual 
prantice  in  most  hospitals  likely  would 
be  to  continue  life*sustaining  care  until 
the  appropriate  analysis  has  be£n 
secured. 

C  ALTERNA  TIVB APPROACHES 

In  addition  to  proposals  discussed  in 
the  preamble  concerning  establishment 
of  •nfinl  Care  Review  Committees,  the 
Department  received  other  auggested 
alternative  approachea. 

AM  A  Proposal:  Further  Study  Prior  to 
Action 

The  American  Medical  Association 
proposed  that«  rather  th^n  adopting  any 
regulation,  the  Department  ahould 
initiiite  a  study  to  include:  cor  'dilation 
of  data  on  tae  incidences  of  each  type  of 
severe  inpalnnent  in  newborns  and  of 
successful  treatment,  unsuccessful 
treatment  and  nontre«tment  in  each 
category:  Identification  of  the  issues 
involved  in  medical  management  and  of 
mechanisms  currently  used  by  hospitals 
.  :)d  tiB\ey,  determination  of  the 
availability  of  facilities,  financial 
resources,  and  public  and  private  social 
services:  and  an  assessment  of  the 
impact  of  the  various  alternative  means 
of  responding  to  situations  involving 
-^verely  impaired  newborns,  includuig 
such' factors  as  the  ongoing  treatment  of 
newborns,  the  families  of  severely 
impaire^i  newborns,  the  operation  of 
health  fiBte  facilities,  the  confidentiellty 
of  patient-physician  relationship*  the 
malpractice  and  disciplinary  risk'i  of 
health  care  providers,  the  availability  uf 
facilities  and  resources,  and  the  costs  of 
care. 

Response 

The  AMA's  proposcl  for  an  elaborate 
study  prior  to  taking  any  action 
cunceming  this  matter  is  not  acceptable 
to  the  Department.  The  Department  does 
not  beheve  it  is>necessary — ur  m  some 
fcspecit.  e\en  possible— to  generate 
definitive  data,  information  or 
conclusions  on  many  of  the  issues 
identified  in  the  AMA's  study  proposal. 

Much  of  the  data  the  AMA  proposes 
be  compiled  concerning  the  incidence 
rates  of  every  classification  and  degree 
of  serious  impairmer.i.  of  respective 
modes  of  treatment,  of  rates  of  success, 
nonsucccss  and  nontreatnienl.  and  of 
issues,  mechanisms,  resources'aiid  costs 
IS  probably  impossible  to  compile.  These 
matters  are  the  subject  of  an  entire 
discipline  of  medical  practice  and  stud> 
To  suggest  that  a  go\f:mment  stud.v  s\\\\ 
somehow  generate  conclusive 
information  on  these  ihswa  Hppears 
naive  at  best 


The  call  for  a  study  of  (he  resources 
available  and  the  costs  of  care  for 
newborns  appears  aimed  at  identiryms 
an  aggregate  cost  to  society  of  putting 
into  practice  the  principle  of  providing 
all  handicapped  infants  with  medically 
beneficial  treatment.  Because  there  are 
no  reliable  data  available     the  extent 
to  which  handicapped  infants  are  now 
denied  medlctUy  beneficial  treatment,  it 
would  apear  Impossible  to  develop  even 
-^easonabie  guer.ses  regarding  aggregate 
costs.  Of  course,  in  the  overall  context 
of  all  health  care  expenditures  in  the 
United  States,  the  costs  are  certain  to  be 
relatively  small 

In  question  6  includsd  in  the  preamble 
to  the  July  5  proposed  rule  the 
Department  aought  input  on  this  cost 
issue  by  aaking  for  "exemisles  of  cases 
where  medically  indicated  treatment 
would,  but  for  me  legal  requirements  of 
section  504.  be  withheld/'  No 
information  was  submitted  to  the 
Department  tn  response  to  this  question 
which  provides  •  basis  for  meartngfiil 
cost  pto\ec\ion$.  Although  the  AMA  did 
not  address  the  issue,  other  major 
medical  organizations  whr  ^mmented 
on  the  cos!  issue  indicate,  ^lat  cost 
should  not  be  a  determinative  factor  in 
deciding  upon  treatment  for  seriously 
impaired  newborns. 

The  Department  agrees  there  is  utility 
in  assessing  the  impact  of  various 
altenotivrj  means  of  addressing  and 
responding  :o  situaUons  involving 
severely  impaired  newborns.  Much  of 
this  preamble  focuses  on  precisely  this 
issue.  Although  the  AMA  did  not 
identify  the  "various  alternative  means 
it  believes  to  pxist  to  deal  with  this 
issue,  based  on  the  conmients  received 
by  the  Department,  there  would  appear 
to  be  three  major  approaches:  (1) 
Enforcement  of  section  504  (hereinafter 
"the  section  504  approach"};  (2)  review 
by  hospital  review  boards,  such  as 
Infant  Cure  Review  Committees 
(hereinafter  "ICRC  approach"},  and  (3} 
the  traditional  doct.  r  parent  approach. 

Concerning  imp  eatment  of 

newborns,  the  sectiotk    .  approach  is 
most  directly  focused  on  the  provision  of 
medically  beneficial  treatment.  The 
ICRC  approach  would  be  organized  to 
ha\e  this  as  its  objecti\e.  but  lacks  a 
mechi'nism  to  a^^sure  this  as  a  relatively 
uniform  result  among  thousands  uf 
hospitals.  Th&  connection  betuTcn 
actual  practice  and  this  objective 
Hpi^tiars  moot  potentidlly  attenudtcu 
under  the  traditionul  doctor-pdrcnt 
approach,  under  which  ..iere  arc  mdn> 
thuubundh  of  tndi\idua!  deothiunmnktng 
units. 

VViih  respect  to  the  impnLt  on 
families  to  the  extent  some  parents 


would  not  consent  to  medically 
beneficial  treatment,  the  traditional 
doctor-parent  appr\/ach  would  appear 
least  likely,  given  the  lack  of  a 
mechanism  to  facilitate  uniformity,  to 
resort  to  the  system  provided  by  State 
law  to  rrview  the  propriety  if  parental 
decisionf.  The  ICRC  approa  ^  appears 
more  likew.  and  tne  section  504 
approach  uost  likely,  to  produce  this 
result  in  that  they  inc^  borate  standards 
that  the  lack  of  parental  consent  for 
medically  beneficial  treatment  must  be 
brought  to  the  attention  of  the 
appropriate  state  agencies. 

Concem/Pg  the  impact  on  the 
operation  of  health  care  facilities-  the 
traditional  doctoi-parent  approach 
would  appear  to  have  the  least  impact 
because  the  facilities  have  no 
formalized  involvement  in  the 
decisionmaking  procesa.Both  the 
section  504  approach  and  llie  ICRC 
aproach  would  likely  result  in  greater 
involvement  of  the  health  care  facility. 

With  respect  to  the  confidentiality  of 
patient-physician  relationships,  the 
traditional  physician-parent  approach  is 
most  protective  of  confidentiality  in  that 
it  does  not  provide  for  the  sharing  of 
information  with  others.  Both  the  section 
504  approach  and  ICRC  approach 
involve  the  sharing  of  information  with 
others,  but  bcth  incorporate  adequate 
confidentiality  safegu'&rds. 

With  respect  to  the  impact  on 
malpractice  and  disciplinary  risks 
(assuming  that  by  disciplinary  risks,  the 
i^MA  IS  referring  to  revocation  of 
medical  licenses,  or  the  like)  of  health 
care  providers,  to  the  extent  physicians 
have  malpractice  or  disciphnary 
vuirierabilites  relating  to  incorrect 
diaposes  or  inadequate  knowledge  of 
prevailing  medical  judgments  regarding 
indicated  treatments,  approaches  wh.ch 
facilitate  the  evoidance  of  failure  to 
provide  medically  indicated  treatment 
would  Hppear  to  reduce  those 
V  uliierabilities.  Because  none  uf  the 
approaches  involve  doctors  or  hospitals 
overruling  parental  decisions,  and 
because  reports  to  State  agencies  of 
suspected  instances  of  neglect  of 
chilofc.t  are  immunized  by  state  law 
from  legal  vulnerability,  none  appear  to 
increase  malpractice  or  disciplinary 
risks  in  the  context  of  actions  which 
would  be  taken  when  parents  refuse 
Lonbrnt  for  medically  beneficial 
treatment. 

WaU  respect  to  the  impact  on  costs, 
dtuiidble  resources,  and  axailable 
fiictlttiC'S.  to  the  ttxtent  the  different 
dpptijdches  affect  the  likehhooo  thdt 
handicapped  infants  will  receive 
medically  indicated  treatment,  t  ?.<ie 
factors  will  be  correspondingly  .  ffected 
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However,  the  Oepar1k:^«nt  is  unaware  of 
any  data  base  for  quantifying  these 
factors. 

Iri.f  ummary.  the  Department  believes 
adec.uate  inforfnation  is  on  the  record  to 
provide  a  basis  for  prudent  and 
informed  decisions  on  this  issue. 
Regarding  several  of  the  issues  raised 
by  the  AMA  proposal.  Jhe  Department 
agrees  there  would  bX  aovantages  in 
having  more  detailed  information  and 
data.  However,  obtaining  more 
definitive  information  on  some  of  these 
issues  is  impracticable  or  impossible 
due  to  the  lack  of  a  reliable  data  base 
and  a  viable  n^thodology  tO  obtain 
better  data.  H^fore,  the  Department 
bcHevet  there  would  be  very  little  to  be 
gained  from  unother  government  study 
of  this  issue. 

D.  FACTUAL  BASIS  FOR  FINAL 
RULES 

NPRMBbtplapathn 

A  number  of  comroenters  challenged 
the  Department*s  factual  basis  for  the 
proposed  rule,  as  set  forth  in  the  July  5 
notice  of  proposed  rulemaking.  The 
poinU  aigued  in  support  of  ti^  position 
that  the  factual  basis  did  not  provide  a 
sufRcient  foundation  for  the  regulation 
were: 

(a)  fudge  Gesell  questioned  the  factual 
basis  for  the  March  7  rule. 

(b}  The  1973  irUcle  by  Drs.  Duff  and 
Campbell  of  the  Yale  NewHaven 
Hospital  documenting  that  of  299 
consecutive  deaths  occurring  in  that 
special  care  nursery.  45  (14%)  were 
related  to  withholding  treatment,  cited 
in  the  preamble  to  the  proposed  rule, 
was  too  old  to  be  reliable. 

(c)  The  several  specific  cases  cited  in 
the  preamble  had  various  probativity 
defects. 

(d)  The  1977  article  reporting  the 
results  of  a  survej'  of  pediatricians 
suggesting  discriminatory  attitudes  was 
outdated,  not  statistically  va  !.  and 
otherwise  lacked  current  probative 
value. 

(e)  The  Hndingo  of  the  report  of 'the 
President's  Commission  for  Study  of 
Ethical  Problems  in  Medicine  and 
Diomedicul  and  Behavioral  Research 
entitled  Deckling  to  Fore^io  Life- 
Sustafning  Treatment  contradict  the 
Department's  fuctuul  basis. 

(f)  Because  ''discrimination  agHlnst 
(he  handicapped  in  the  delivery  of 
health  care  services  docs  not  only 
involve  handicapped  newborns."  there 
•is  "no  compelling  rationale  for  a  set  of 
rures  targeted  aulely  at  this  popululion." 

Response 

'tha  Department  continuES  to  believe 
ih.it  H  substanlidl  factuul  basis  exists  for 


the  proposed  rule.  First,  it  should  be 
noted  that  fudge  Gesell.  although  he 
found  many  relevant  factors  to  have- 
been  inadequately  considered  in 
connection  with  issuance  of  the  March  7 
rule,  did  not  find  the  factual  basis 
inadequate  to  support' "undertaking  a 
regulatory  approach  to  the  problem  yf 
how  newborns  should  be  treated  in 
government-financed  hospitals.** 

Second,  the  arguments  that  the  well- 
documented  Duff  and  Campbell  study  is 
outdated  are  based  on  the  personal 
opinions  of  seve  al  commenters.  These 
personal  opinions,  although  in  some 
cases  those  of  highly-respected  medical 
proffMioaals,  ware  not  badced  up  by 
any  embliica)  data  avtn  remotely 
resembling  the  very  detailed  evidence  of 
the  Du^  and  Campbell  study. 

Thinl  the  conclue  fon  of  th«' 
President's  ComnLision  that  decision- 
maklnfl  abou^  atiioualy  iU  oav^bonit 
**UiualIy  adherM**  to  proptr'standardo 
cannot  be  falriy  represented  aa  evidence 
that  handicapped  newboma'should  be 
exempt  from  basic  protections  of  the 
law  prohibiting  discrimination  on  the 
basis  of  the  handicap. 

Fourth,  regardless  of  the  caveats 
concerning  the  age  of  particular  cases  or 
the  lack  of  a  conclusive  finding  of  illegal 
discrimination*  the  several  specific 
cases  cited  in  the  preamble  to  the 
proposed  rule  support  the  proposition 
that  handicapped  infants  may  be 
subjected  to  unlawful  discrimination. 

Fifth,  in  the  absence  of  any  empirical 
studies  or  data  to  boUter  their  personal 
opinions,  the  comniei  -trs  who 
suggested  that  the  results,  published  In 
1977.  of  the  survey  of  pediatricians' 
attitudes  are  outdated  are  not 
convincing.  The  article.  "Ethical  Issues 
in  Pediatric  Surgery:  A  National  Survey 
of  Pediatricians  and  Pediatric 
Surgeons."  60  Pediatrics  588.  reported 
the  results  of  a  siuvey  of  400  members  of 
»hc  Surgical  Section  of  the  Amercan 
Academy  of  Pediatrics  and  an 
additional  308  chairpersons  of  teaching 
departments  of  pediatrics  and  chiefs  of 
divisions  of  neonatology  and  g(*netics  in 
departments  cf  pediatrics  Responses 
were  received  from  267  of  the  former 
group  (66.8%)  and  190  of  the  latter 
(61.7*^).  Responses  were  anonymous. 
Among  the  results  of  the  survey  were: 

— 76.6%>  of  the  pedidtric  surgeuns  und  49.5% 
uf  ioi*  pcdiatrtciuns  said  iney  wuuld 
"ucquicf  ue  in  parents*  decision  to  retune 
i:ofi8(!:Jt  for  surgery  in  a  newborn  with 
intcKtinuI  utresfa  if  the  infant  alno  had 
Utiwn's  syndrome." 

—23     nf  p4:d:aU^c  surgeons  und  13.2%  of 
pi'diritrlcians  would  cncourci^t*  parents  to 
rriutfi!  consent  for  trcnlmpnt  of  a  newborn 
with  inleMtmal  atresia  and  Dowry's 
s>  niiromc  Oiil>  3.4  * .  uf  pttdiatrib  surx'-ons 


snd  15  J%  of  pedlstriciens  would  get  s 
court  order  directing  surgery  if  the  parents 
refused. 

~C3.3%  of  the  pedistric  surgeons  and  A2A% 
of  the  pedistricisns  caid  in  cases  of  infants 
with  duodtntl  strtsia  and  Down's 
syndrome,  where  they  "accept  parental 
withholding  of  lifesaving  surgery."  they 
would  also  "stop  s!I  supportive  trsatment 
including  intravenous  fluids  and  nasal 
gastric  suction." 

— of  sU  ratpondenls  who  believe  thst 
childftn  with  Down's  syndrome  "ara 
capable  of  being  uaaful  and  bringing  love 
snd  happiness  into  the  home"  would 
nevertheless  acquiesce  in  parents' 
decisions  not  to  allow  surgery  for  the 
stresis.  Only  7%  who  so  believe  Indicate 
that  (bay  weuM  go  to  court  to  requira 
surgery. 

Sixth*  there  U  no  requirement  in  law 
or  policy  for  the  goverrunent  to  prove 
the  ma^tude  of  illegality  before 
establishing  basic  mech  initma  to  allow 
for  effective  tnforc«inedt  tX'A  clearly 
ipplicable  statute. 

Evidence  ofProblema  Submitted  by 
Commenters 

Additionil  evidence  of  the  risk  that 
handicapped  infants  may  sublected 
to  discriminetion  was  submitted  by 
commenters.  For  example,  the  Spina 
Bifid  i  Aseodation  of  America  stated: 

Unfortunately,  the  SBAA  has  direct 
experience  of  cases  in  which  ttds  principle  (of 
nundlscriminatios!  has  not  been  followed^ 
Instances  in  whidi  children  %irlth  spina  bifids 
have  been  InltisIIy  denied  appit>prista 
tresUnent.  Pedistric  neurosurgeon  Dr.  Dsvid 
McClone  of  Chicago  Children's  Memorial 
Hospital,  a  member  of  SBAA'a  Professions! 
Advisory  Committee,  has  found  that  s%  of  (ha 
children  .witl  spir^a  bifida  referred  to  him 
have  been  vicUmf  t  of  treatment  denial  Most 
of  these  cases,    believes,  rtsuhad  firom 
Ignorance  of  current  therapies  and  their 
Inipressive  outcomes. 

The  Department  received  a  number  of 
comments  from  practicing  nurses 
regarding  the  problem  and  need  for  the 
proposed  rule.  For  example,  ^m  a 
Lexington,  Kentucky,  nurse: 

I  am  a  registered  nurse  snd  hsve  woriccd  in 
the  labor  snd  delivery  ares,  newborn  nursery 
and  intensive  care  nursery. ...  I  think  the 
average  American  would  be  shocked  st  the 
decisions  thst  sre  msde  regarding  "non- 
perfect"  Infants.  I  have  personally  heard 
physlcisns  and  nurses  talk  to  new  parents 
about  their  child  and  persuade  the  parents  to 
"let  the  child  din  snd  therefore  end  its 
suffering"— which  rcslly  meant  "let  us  starve 
yuur  r.hiid  to  death"— thot  Is  cerUiinly  not  a 
humane  way  tu  "let  a  child  die." 

A  nurse  in  Boca  Raton.  Florida  wrote: 

I  am  an  RN  with  a  speciality  In  maternal* 
child  health.      In  the  past  few  years  I  have 
had  tn  witness  the  deaths  of  Innocent 
childrr^n  in  hospilals  where  a  decision  was 
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m«dt  net  to  continue  with  medical  c^re  and 
•uistance. 
Another  nur«e  wrote: 

Ai  •  nuTM  (RN)  in  •  necnttal  tCU.  I  fttl 
oompeUtd  to  write  end  voice  my  support  of 
the  *1taby  Do*  nila**  now  proposed.  . .  . 
Miiny  doctors  and  nurses  openly  support 
withholdinf  or  withdrawing  medical  cart. 
.  .  .  Due  to  th«  ethics  of  the  medical  dirtctor 
of  the  unit  thia  has  only  been  done  onca  or 
twice  to  my  knowledge.  I  would  raport  any 
^ses  of  n^act  I  knew  cf  if  this  munbtr  and 
senict  wart  available.  . ,  .  An  outside  third 
party  is  needed  to  polica  the  cr  sas.  Pic  ase 
allow  sons  method  of  rtporting  and 
invet tif  ating  ftese  babies'  cases  to  be 
availsUe. 

From  a  nuraa  in  San  Diego.  California 
came  the  following  comment: 

f  A]a  a  prac(idi^  rtgisttrfd  nursa  mysalt  I 
balieve  such  r^ilsHons  permit  nursae  and 
staff  to  act  in  a  patient's  best  intertst-*4ife 
itself(— witiMut  Tear  of  barrassmaat  and 
possible  fob  loat. 

In  *dition«  soma  commentert  who 
oppotad  tiba  pr<^^oa«d  nla  appatrad  Id 
acknowledga  that  there  is  a  risk  that 
handicaj^ped  inftnta  will  not  reoeive 
medically  beneficial  treatment.  For 
example,  the  American  Society  of  Law 
end  Medicine,  i  national  nonprofit 
professional  issodatlon,  stated: 

There  can  be  no  question  that  some 
decisions  to  exul  lifv-austslning  cait  for 
nawbonu  htva  been  made  inappropriately, 
even  If  the  frequency  of  this  problem  has  not 
been  established 

Another  example  of  this  ia  the 
comment  by  the  chairman  of  the 
division  of  pedlatrica  of  a  hospital  in 
Ullnois: 

We  are  acutely  aware  that  handicapped 
individuals  {net  must  handicapped 
newborns)  art  syttematically  discriminated 
against  in  our  sodety.  W  a  are  also  acutely 
awara  that  wa,  like  virtually  all  members  of 
our  society,  ore  guilty  of  having  prejudicial 
beliefs  iand  attitudes  about  the  handicapped. 
That  pediatricians  and  other  health  cart 
providers  have  acted  on  these  negstive 
beliefs  and  attitudes  should  come  as  no 
surprise. Tbst  parents,  at  lesst  in  the  initial 
phase  of  their  relationship  with  a 
handicapped  newborn,  should  wish  to  be 
spared  what  ia  perceived  as  a  burden  or  even 
wish  that  the  infant  bad  never  been  born 
"should  come  as  no  s^odL 

We  wfaolehesrtedJy  agree  that  in  the  past 
these  obviously  critically  importsnt  decisions 
have  not  been  accorded  the  degree  of 
reflection  and  cart  they  are  due.  Given  the 
wide  range  of  posilble  technological 
interventions  now  poasiblr.  given  the 
chsnging  conception  of  the  appropriate  role 
of  physidsn  and  ptnaiH  in  such  decisions: 
and  ^van  the  need  for  public  accountability 
for  such  dedsion»--we  support  the  idea  that 
the  manner  in  which  audi  decisions  have 
been  made  in  the  rs^t  needs  criticrl  re- 
examination. 


Another  example  is  the  comment  of 
the  American  Acsdcmy  of  Pediatrics: 

The  trsditional  method  of  o  iSngle 
physidsn  making  such  judgment  (rtgsrding 
treatment].  %rithout  exposure  to  other  persons 
having  additional  facts,  experience:  end 
points  of  view,  msy  lesd  to  decisions,  which, 
in  retrosptc:.  cannot  be  Justilied. 

Response 

The  Department  believes  these 
comments  provide  additional  support  for 
the  Department's  conclusions  that 
available  evidence  indicates  there  are 
caseo  in  which  handicapped  infsnt^  are 
at  risk  of  havii^  Ufe*sustaining. 
nourishment  or  nedically  beneficial 
treatment  withheld  solely  on  the  basis 
of  their  present  or  anticipated  physical 
or  mental  impairments,  and  tiiat  this 
evidence  constitutes  a  substantial 
foundation  for  the  establishment  of 
.basic  procedural  mech«miamg  to 
fadlitate  enforcement  of  section  504. 

OCR  Inveitigations  to  Dote 

Another  argument  made  by  a  number 
of  commenters  So  support  critidsnu  of 
the  adequacy  of  the  factual  b&sis  for  the 
proposed  rule  was  that  the  experience  of 
the  Office  for  Civil  RlghU  to  date  in 
connactlon  with  aection  504  enforcement 
activities  relating  to  health  care  for 
handicapped  infants  inc'^'uite  there  is  no 
•igpiificant  evidence  of  a  problem  that 
the  rule  could  reasonably  be  designed  to 
deal  with.  As  stated  by  the  American 
Hospital  Association: 

The  total  absence  of  variflabla  violstions. 
notwithstandhig  hundreds  of  hotline  calls, 
also  compela  the  condusion  that  either  this 
mechanism  ia  not  an  elective  means  to  meet 
any  alleged  need  or.  as  we  believe  to  be  the 
case,  the  violations  that  have  been  described 
are  iiot  occurring.  In  either  case,  a  federal 
regulation  is  unnecessary. 

Response 

Rather  than  support  the  argument  that 
there  is  no  need  for  section  504 
applicability  or  enforcement  in 
connection  with  health  care  for 
handicapped  infants,  the  OCR 
experience  to  date  provides  additional 
evidence  that  the  assumption  that 
handicapped  infants  will  receive 
medically  t>eneficial  treatment  is  not 
always  justified. 

First  it  must  be  noted  that  the  vast 
malority  of  the  several  hundred  calls 
made  to  the  Department  were  not  for  the 
purpose  of  reporting  suspected 
violations  of  section  504.  Rather,  the 
vast  majority  of  calls  were  fo:' 
administrative  purposes^  such  as 
hojpital  offidala  asking  questions  about 
the  provisions  of  the  March  interim  final 
rule,  individuals  acting  on  their  apparent 
curiosity  to  see  if  anyone  v;ould  answer 
the  telephone,  and  other  pw.!pheral 


matters.  It  should  also  be  noted  that  the 
Department's  experience  under  the 
interim  final  rule  does  not  provide  an 
adequate  basis  to  make  conclusive 
judgements  in  any  direction  because  the 
rule  was  only  in  effect  for  about  three 
weeks,  from  March  22  until  April  14.  the 
day  Judge  Gesell  declared  it  invalid. 

Following  is  a  sununory  of  the  Infant 
Doe  cases  handled  to  date,  and  currer. 
as  of  December  1. 1983. 

7.  Bloomington*  Indiana.  Investigation 
into  April  1982.  death  of  infant  with 
Down's  syndrome  and  esophageal 
atreoln  from  whoir  surgery  was 
withheld  on  the  instructions  of  the 
parents.  An  in'  istigetion.  delayed  due 
to  difficulties    obtaining  information 
sealed  by  coi  « order,  haj  been 
conducted.  Final  administrative  action 
has  not  yet  been  taken. 

2.  RobihscfU  Illinois,  May  14»  1982 
complaint  that  hospital  (at  the  parents* 
request)  failed  to  perform  necessary 
surgery  on  an  infant  bora  with 
myelomeningocele.  Prompt  on«site 
investigation  was  conducted,  involving 
OCR,  the  Justice  Department  and  the 
state  child  protective  services  agency 
The  parents  refuserl  consent  for  surgery; 
the  hospital  referred  the  matter  to  state 
authorities,  who  accepted  custody  of  the 
infant  and  arranged  for  surgery  and 
adoption.  The  care  provided  to  the 
infant  while  these  actions  were  taken 
was  in  compliance  with  section  504. 
Finding:  no  violation* 

3.  Madison.  Wisconsin.  May  7. 1982, 
complaint  that  two  infant  survivors  of 
abortions  may  have  been  denied 
treatment.  On-site  iiivestigation 
revealed  that  two  infants,  of  26  and  22 
weeks  gestation,  were  bom  alive 
following  abortions;  life-saving 
procedures  were  applied:  neither  infant 
could  survive  due  to  extreme 
prematurity.  Finding;  no  violation. 

4.  Kettering,  Ohio.  July  28. 1982. 
complaint  that  an  infant  with  spina 
bifida  and  hydrocephalus  was  not  being 
treated.  Immediate  on-site  investigation 
revealed  that  surgery  to  correct  the 
spina  bifida  condition  was  not 
performed  immediately  because  the 
infant  had  medical  complications. 
Surgery  was  performed  after  the  Infant's 
c:r«dition  stabilized.  The  hospital 
provided  all  proper  treatment.  Finding: 
no  violation. 

5.  Barrington*  Illinois,  September  17, 
1982.  complaint  that  a  multi- 
handicapped  infant  was  not  receiving 
needbd  treatment  Immediate  on-site 
investigation  determined  that  given  the 
nature  and  severity  of  the  pt  ^olems. 
there  were  no  procedures  or  services 
which  could  have  been  provided  which 
might  have  changed  or  otherwise 
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Influenced  the  outcome  for  this  infant, 
who  died  for  dayi  after  birth.  Finding: 
no  violation. 

6.  New  Haven,  Connecticut,  October 
12. 1962,  complaint  (referred  from  the 
Department  of  Justice)  that  hoepital 
engaged  in  a  psttem  and  practice  of 
denying  medical  treatment  to 
handicapped  Infants.  The  complaint  wai 
included  in  «  compliance  review* 
already  in  progress.  The  investigation 
hai  been  expanded  to  include  several 
caiei  involving  other  Connecticut 
hospita!i.The  investigation,  which  has 
Included  review  of  hundreds  of  medical 
filei,  hai  not  been  completed. 

7.  Tulsa,  Oklahoma.  December  7. 1982, 
complaint  that  a  baby  was  beii^ 
deliberately  dehydrated.  Immediate  on- 
site  invett^ation  determined  that  the 
infant  had  nydranencephaly  (complete 
or  almost  complete  absence  of  cerebral 
henilspheres]  and  transposition  of  the 
groat  vessels  (reversal  of  main  vessels 
Into  hesrt);  notwithstanding  all  proper 
car*,  the  severity  of  the  anomalies  made 
the  prognosis  very  pessimistic.  Finding: 
no  violation. 

8.  Duarte,  CaUfomia,  January  la  1983, 
'.omplein*  that  the  hospital  denied  the 
complainant's  son  admission  to  the 
hospital  for  a  bone  marrow  transplant 
solely  because  of  his  handicappii^ 
condition,  Down's  syndrome.  An 

invc  -tigation  has  been  conducted 
Administrative  action  has  not  been 
completed. 

9.  Austin,  Texas,  January  17. 1983, 
complaint  that  newborn  babies  with 
serious  birth  defects  have  not  received 
proper  care.  An  investigation  has  been 
conducted.  Administrative  action  has 
not  t>een  completed. 

10.  Lansing*  Michigan,  January  24, 
1983,  complaint  that  a  handicapped 
Infant  bom  to  a  surrogate  mother  was 
treated  for  a  streptococci  infection  over 
the  objections  of  the  father  who  had  told 
the  hospital  not  to  care  for  the  child. 
OCR  inquiry  determined  the  hospital 
took  immediate  steps  to  obtain  an 
appropriate  court  order  to  assure  that 
needed  treatment  was  provided, 
notwithstanding  objections  from  the 
father.  Finding:  no  violation. 

11.  San  Antonio,  Texas,  March  2, 1933. 
complaint  that  deaths  of  a  number  of 
infants  at  two  hospitals  may  have  been 
related  to  discrimiuatory  withhold*  ^  of 
care.  OCR  investigation  postponed  at 
request  of  District  Attorney  assisting  in 
grand  jury  criminal  investigation. 

12.  Houston,  Texas,  March  10, 1983. 
complaint  that  five  infants  were  denied 
proper  care  in  a  neonctal  intensive  can 
unit.  The  investigation  has  not  been 
complcteo. 

13.  focJison,  Michigan,  March  14. 1983. 
complaint  from  a  mother  that  her  son. 
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who  had  Down's  s>'ndrome,  diea  as  a 
result  of  Improper  treatment.  Ah 
investigation  has  been  conducte^l. 
Administrative  action  not  completed. 

14.  Od)SSQt  TsxoJ,  March  18. 1983. 
hotline  complaint  that  the  hospita'  had 
failed  to  provide  adequate  medical  care 
to  a  premature  infant  who  di'rd  in  1982. 
On*site  investigation  and  reviaw  of 
medical  records  by  OCR  medical 
consultimt  found  that  the  infant,  bom 
March  n\  1982,  after  l  25-2C-weelc 
gestation  period,  suffered  extreme 
immaturity,  and  died  March  20. 1982. 
Finding:  no  violation. 

15.  Noshyilie,  Tennessee,  March  22, 
1983,  hotline  complaint  that  an  infant 
had  been  denied  rjstenance  for  three 
days.  Immediate  contact  revealed  the 
infant  was  aot  a  patient  at  the  facility 
and  the  alleged  attending  physician  was 
not  a  member  of  the  attending  or 
resident  medical  staE  This  was  verified 
by  the  patient  census  data,  the  fadllty*s 
physician  roster, '  nd  contact  with  the 
coimty  medical  society,  Tliis  cast  was 
administratively  closed  due  to  an 
insufficient  complaint 

18,  Nashville,  Tmm^ss^  March  22, 
1983.  anonumous  hotline  complaint  th^t 
10  childem  were  not  receiv'ing  adequate 
medical  treatment  Immediate  on*{ite 
investigation,  including.an  OCR  medical 
consultant,  determined  that  no  chilli 
was  in  immbent  danger;  all  children 
were  receiving  nutritional  sustenance; 
and  all  children  were  receiving  proper 
<:are.  Finding:  no  violation. 

17.  Fayette,  Alabama,  March  22, 1983, 
anonymous  hotline  complaint  that  a 
handicapped  lafant  was  denied 
nourishment  and  allowed  to  die  in  an 
Alabama  hospital  in  December  1982. 
The  caller  could  p»)vlde  no  other 
information.  Investigatian  has  bNsen 
conducted.  Administrative  action 
awoiting  report  from  medical  consultant. 

la  Waxahachie,  Texas,  March  23. 
1983.  anonymous  hotline  complaint  that 
between  ChWstmas  and  February,  a 
premature  infant  was  denied  treatment 
and  allowed  to  die  at  a  hospital  in 
Texas.  An  investigation  has  been 
conducted.  Administrative  action  not 
yet  completed. 

19,  Baltimore,  Maryland,  March  23. 
1983.  hotline  complaint  that  a  premature 
infant  was  not  being  provided 
nourishment  and  heat  An  immediate 
on-site  investigation  determined  that  the 
infant,  weight  1  lb.,V4  ounce  at  birth, 
was  previable:  the  infant  died  several 
hours  after  birth;  the  infant  had  no 
congenital  malformations  or  anomalies. 
Final  administrative  action  on  this  case 
has  not  yet  been  taken. 

20,  Newark  New  Tersey,  March  27, 
1983,  anonmous  hotline  complaint  that  a 
premature  infant,  bom  as  a  result  of  a 


third  trimester  abortion,  was  not 
receiving  adequate  care.  Iminediate  on* 
site  investigation  reveled  that  the 
premature  infant  weighed  ebout  700 
grams,  and  showed  few  %\%nM  of  life.  The 
infant  was  aggressively  resuscitated, 
placed  on  intravenous  feeding,  and 
prodded  other  life  supportin/^;  treatment. 
Apprupriatu  cure  was  being  pruvi(lo<l. 
Finding:  no  violation. 

21,  Rochecter,  New  York  March  29, 
'^983.  hotline  ^mplaint  that  Siamese 
twin  infants  were  being  denied 
treatment  Immediate  on*site 
investigation  determined  that  a  team 
specialists  examined  the  infants  and 
concluded  the  con}oined  female  infant 
would  not  survive  any  attempt  to 
separate  them.  Fidl  intensive  care  was 
provided  The  infants  ware  placed  on  a 
respirator  and  given  sntiblotfcs,  Huld 
and  the  necesscry  nutritioa.  At  the  time 
of  the  on-site,  March  20. 198S.  It  was 
determined  that  there  was  no  basis  for 
seeking  emergency  remedia2  action. 
Final  administrative  acUon  has  not  yet 
been  completed. 

22.  Sfiame,,  Washington,  M^xh  30, 
1983,  hotline  complaint  that  an  infant 
was  being  denfed  food  and  water  and 
would  not  live  much  longer  than  a  day 
or  two.  The  caller  had  no  identifying  or 
other  information.  Inunediate  on-site 
inquiry.determined  there  were  no 
infants  at  the  facility  meeting  the 
description  of  the  complaint  The  case 
was  administratively  closed  due  to 
insufficient  complaint 

^.  Miami,  Florida,  April  4, 1983, 
hotline  complaint  alleging  (based  upon 
information  in  the  newspaper]  parents 
of  a  premature  infant  and  me  attending 
physician  decided  not  to  allow  the 
infant  to  be  resuscitated.  Immediate 
inquiry  determined  the  infant  had  died 
prior  to  receipt  of  the  complaint.  The 
premature  infant  had  multiple 
catastrophic  conditions,  including 
complete  liquefaction  of  th^  brain.  Final 
administrative  action  awaiting  report  of 
medical  consultant. 

24.  Decatur,  Alabama,  April  8, 1983. 
hotline  complaint  frtm  a  parent  that  her 
child's  condition  was  misdiagnosed  by  a 
particular  physician  durinfl  a  2%  year 
period.  Inquiry  determined  that  the  child 
suffers  from  food  allergies:  the  prognosis 
is  excellent  the  child  at  one  time  was 
believed,  apparently  erroneously,  to  be 
retarded.  This  esse  was 
administratively  closed  because  the 
inquiry  failed  to  reveal  ilnformetion 
suggesting  a  possible  violation  of 
section  504. 

25.  Melrose  Park,  Illinois,  April  8, 
1983.  anonymous  hotlilne  complaint  The 
caller  provided  no  details  concerning 
the  infant's  condition  or  treatment. 
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Immediate  telephone  inquiry  discovered 
no  information  to  suggest  •  section  504 
violation.  This  cate  was 
administratively  dosed  due  to  an 
ihsufHcicnt  complaint. 

28.  Charlotte,  North  Corohna.  April 
10, 1983.  hotline  complaint  that  a 
premature  infant  died  in  July  1979  due  to 
withholding  of  Ireatrnen'i.  The  caller 
could  not  «Jovide  any  othf r  information. 
Ihit  to  the  length  cf  time  since  the 
alleged  discriminstory  «ct  and  the  lack 
of  specific  infomalion.  this  case  was 
sdmini&tratively  closed  due  to  an 
insufficient  complaint. 

27.  Hyde  Park  New  York.  April  13, 
1983.  anonymous  hotline  co.mplaint  that 
the  hospital  would  have  let  a  baby  with 
Down*a  ayiidrGBM  dia  if  the  parents  had 
not  been  aggressive  and  insisted  on  care 
being  provided.  The  caller  could  pn.vide 
no  identl^Qg  information.  This  case 
was  odministra lively  closed  due  to 
insu^citani  complaint. 

28.  CoquUh,  Oregon,  AprO  13. 1983. 
hotline  complaint  ihat  parents  of  a 
handicapped  infant  and  the  attending 
physician  were  going  to  withhold  all 
treatment.  Immediate  on-site 
investigation,  including  medica. 
consultant's  review  of  medical  records, 
(ietemiined  the  infant  hud  a  severe 
congenital  central  nervous  system 
defect  incompatible  with  life  and  not 
amenable  to  aurgical  correction:  hospital 
provided  supportive  care  and  attempted 
to  provide  fluid  orally,  but  did  not 
attempt  to  provide  intravenous  fluida  or 
arrange  immediate  transfer  to  a  tertiary 
level  neonatal  intensive  care  unit  for 
more  specialized  evaluations,  llie  OCR 
medical  consultant  and  the  ^pecialist3  st 
the  tertiary, care  facility  to  which  the 
infant  was  transferred  three  days  after 
birth  concluded  thst  no  course  of 
treatment  which  was  available  would 
have  avoided  imminent  death  of  this 
infant;  the  most  that  could  have  been 
expected  from  more  aggressive  care 
vvoulo*  have  been  to  prolong  the  act  of 
dying.  The  infant  died  10  doys  after 
birth.  Finding:  nu  violation. 

29.  Athens,  Teimessce,  April  18. 1983. 
anonymous  hotline  ct)mplatnt  that  an 
infant  born    28  weeks  gestation  was 
denied  trcatrhent  and  nourishment  and 
allowed  io  die  at  a  Tennessee  hospital. 
The  caller  could  give  no  idontlfylng 
information.  Investigation  has  been 
conducted.  Administrative  action 
awaiting  report  of  medical  consultant. 

30.  Shreveport,  Louisiana.  April  20, 
1983.  hotline  complaint  that  a  particular 
physician  at  the  hospital  certified  three 
infants  bum  alive  as  stillborn  and 
refuted  to  provide  care  to  anuther 
itifant.  Investigation*  Including  medical 
consultint  review,  found  no  medically 


beneficial  treatment  was  withheld. 
Finding:  no  viulatlun. 

31.  Dayton.  Ohio,  April  29. 1983. 
anonymous  hotline  complaint  that  an 
infant,  identity  unknuwn.  weighing  one 
pound  and  elflht  ounces  was  denied 
treatment  and  died.  Inquiry  tevcalcd  the 
deceased  infant  was  premature  (22 
weeks  gestation}  and  immature  (orjsens 
v/ere  net  developed):  the  infant  had  no 
anomalies:  the  hospital  attempted  to 
administer  oxygen  but  the  lungs  were 
too  small  to  function:  no  medically 
beneficial  treatment  was  withheld.  This 
case  wa.t  administratively  closed  due  to 
the  lack  of  information  suggesting 
possible  violation  of  section  504. 

32.  LosAngeJes,  California,  May  17. 
1983,  complcint  that  infant.  b?]ieyad 
stillborn,  iived  several  hours  snd  may 
not  have    celved  proper  care. 
Adminir  ,Jtive  action  has  not  been 
cr^pleted. 

33.  Doytona  Beach,  Florida,  May  19. 
1983.  botliot  complaint  that  an  infant 
with  spina  bifida  may  not  be  receiving 
medical  treatment.  Immediate  contact 
with  hospital  and  state  agency  and 
prompt  on-site  investigation  indicated 
that  Ihepar  .nts  did  not  consent  to 
surgery*  for  the  infant:  on  May  I8i  eight 
days  after  birth,  the  state  agency 
obtained  a  cour*  order  to  provide 
surgery,  which  ^  \%  performed  May  22, 
1983.  An  investigation  has  been 
conducted.  Administrative  action  awaltb 
report  of  medical  consultant. 

34.  Baton  Rouge,  Louisiana.  May  23. 
1983,  hotline  complaint  that  medical 
services  ivere  denied  a  premature  infant, 
who  died  soon  after  birth.  Investigation 
has  been  conducted.  Administrative 
action  has  not  been  completed. 

35.  Colorado  Springs,  Colorado.  June 
21. 1983*  hotline  complaint  from  a  nurse 
that  an  infant  witli  myelomeningocele 
and  paralj^sed  vocal  chords  was  being 
denied  necessary  surgery.  Immediate 
on-site  investigation  indicated 
substantial  uncertainly  cn  whether 
trebtmnnt  for  the  mynlomoningocele 
would  bt  provided  immediately: 
physicians  were  providing  nutrition  and 
suppurtive  care  and  were  awaiting  the 
results  of  several  tests  on  the  infant. 
During  the  afternoon,  hospital  persunnel 
were  advised  that  an  on-site 
investigation  would  be  Initiated  that 
evening:  that  the  state  child  protective 
serv5ces  agency  would  be  asked  to  cho 
Investigate:  and  that  OCR  would  notify 
the  Justice  Department  of  the 
Investigation.  Also  during  the.afternoon. 
the  OCR  medical  consaltant  discussed 
the  case  with  the  attending  physician. 
That  evening  corrective  surgery  was 
performed  on  the  myelomeningocele. 
Investigation,  including  review  by 
medical  consultant,  determined  that  no 


medically  bencfidal  treatment  was 
withheld  on  the  basi((  of  the  infant's 
handicap.  Finding:  no  violation. 

36.  Brooklyn,  New  York,  June  73, 1983. 
complaint  that  premature  infant  who 
died  in  1981  did  not  receive  pruper  care 
An  investigation  was  conducted. 
Administrative  action  awaits  report  of 
medical  consultant. 

37.  Atlanta*  Georgia*  June  27. 1983. 
hotline  complaint  that  an  infant,  identity 
unknown,  born  with  multiple  anomalies 
was  in  a  life-thrcatenlfig  situatiun 
because  the  doctors  were  planning  to 
cease  treatment  of  the  infant.  On-site 
investigation,  June  28,  indicated  the 
premature  infant,  who  weighed  950 
grama  at  birth,  received  aggressive 
treatment  but  the  prognosis  was  not 
optimistia  At  the  time  of  the  on-site 
Investigation,  it  was  determined  iher«) 
was  no  basis  to  seek  emergency 
remedial  action.  Pinal  administrative 
action  is  awaiting  written  repo.*i  from 
medical  consultant. 

3a  Medford*  Oregon,  July  7. 1983. 
anonymous  hotline  complaint  that  two 
infon's  died  in  1d82  because  of  improper 
medical  treatment.  Tne  investigation  *  i 
not  been  compleiMt  l 

39.  Pinchunst,  North  Carolina,  July  21. 
1983.  hotline  complaint  that  a  three- 
week  old  infant  with  spina  bifida  and 
hydrocephalus  would  not  live  if  surgical 
treatment  was  not  provided.  Immediate 
inquiry  determined  the  appropriate 
sui^cry  was  performed  July  8, 1983. 
Final  adminlstrf  live  action  has  not  been 
concjuded. 

40.  San  Francisco,  California.  August 
2. 1983,  hotline  complaint  that  an  infant 
with  a  cleft  palate  and  heFrt  defect  was 
allowed  to  die  at  a  California  hospital  in 
May  1979.  The  caller  sUtad  that  a 
malpractice  lawsuit  is  pending.  The 
investigation  has  not  been  completed. 

41.  Falls  Church  Virginia.  August  9. 
1983,  hotline  complaint  that  a  baby, 
identity  unknown,  with  possible  b.'-ain 
damage,  no  ears  or  eyes,  would  not  be 
given  nourishment.  A  meeting  with 
hospital  officials  failed  to  identify  an 
infant  meeting  the  description  given  by 
the  complainant.  An  infant  with 
somewhat  similar  circumstances  was 
described:  no  infurmation  concerning 
this  infant  suggested  a  lack  of 
appropriate  care.  Complainant  refused 
to  accept  OCR  calls  seeking  further 
information.  This  case  was 
administratively  closed  due  to  an 
insufflcient  complaint. 

42.  Wichita.  Kansas.  August  11. 1983. 
compbint  that  infant  whose  body  was 
discovered  at  incinerator  site  may  have 
been  Jcni'  proper  treatment.  An 
investiga..jn  has  been  conducted. 
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Adminiiiratlve  action  has  not  been 
completed. 

43.  Lincohh  ^'cb^askQ,  August  25. 
1963.  hotline  complaint  that  two 
premature  infints  did  not  receive 
oppropriate  care  and  died.  The 
investigstion  has  aot  been  completed. 

44.  Boynton  Beach  Florida, 
September  20, 1083,  hotline  complaint 
that  two  handicapped  infants  were 
allowed  to  die  immedlstely  following 
hirth.  The  investigation  has  not  be^n 
completed. 

45.  Norfolk  Virginia,  September  21. 
1983,  complaint  that  infant  bom  alive 
following  an  abortion  was  net  being  fed 
or  treated.  Inquiry  determined  infant 
died  September  20, 1983.  Final 
administrative  action  has  not  been 
completed 

48.  Boise,  Idaho,  September  sa  1983, 
hotline  complaint  that  an  abandoned 
preroaturt  Infant  %vith  no  brain  tissue 
might  be  withdrawn  txom  life  support 
Immediate  Inquiry  determined  the  SUte 
child  protective  services  agency  had 
obtained  custody  of  the  infant  and  had 
no  plans  to  discontinue  Ufe  support 
Final  administrative  action  has  not  been 
completed. 

47.  Philadeiphia,  Pennsylvania* 
October  15, 1963,  hotline  complaint  that 
infant  age  approximately  six  weeks, 
with  spina  bifida,  who  received  surgery, 
was  not  receiving  appropriate  foHow^up 
care.  Inquiry  initiated  October  16. 
Decision  made  that  circumstances  did 
not  suggest  need  for  immediate  remedial 
action.  Final  administrative  action  has 
not  been  completed. 

48.  Long  Island,  New  York,  October 
10. 1983,  complsint  based  on  newspaper 
aslicle,  that  infant  with  spina  biflda  not 
receiving  surgery  due  to  refusal  of 
parents  to  consent;  legal  proceedings 
hos  been  initiated  in  State  court.  Inquiry 
initiated  October  19.  On  October  27. 
HMS  asked  Department  of  Justice  to 
commence  legal  action  tu  overcome 
refusal  of  hospital  to  permit  review  of 
pertinent  records.  On  November  2.  legal 
action  was  commenced.  On  November 
17.  district  court  ruled  against  the 
government.  Appeal  flied  November  16. 

49.  Phoenix,  Arizona.  November  ?, 
1963  anonymous  hotline  complaint  that 
infant  with  spina  bifida  and  other 
conditions  not  receiving  suir^sry. 
Immediate  inquiry  initiated;  records 
obtained;  OCR  medical  consultant 
discussed  case  with  attending  physician 
and  hospital  review  committee.  Decision 
made  not  to  refer  case  to  Justice 
Department  foremergenr.y  remedial 
action.  Final  administrative  action  not 
yet  completed. 

The  Department  believes  three  .of 
these  cases  demonstrdte  the  utility  of 
lhif»  procedural  mechanisms  caiieu  florin 
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the  final  rules.  In  the  Robinson,  Illinois 
case  (listed  as  case  2,  above),  for 
example,  the  involvement  of  the  state 
child  protective  services  agency, 
working  in  cooperation  with  HHS  and 
the  Justice  Department,  was  the  most 
imnortant  element  in  bringing  eljout 
correctiva  surgery  for  the  infant.  The 
state  agency  received  a  report  from  the 
hospital  administrator  pursuant  to  the 
state  child  protective  services  statute. 
Had  there  been  no  governmental 
involvement  in  the  case,  the  outcome 
might  have  been  much  less  favorable. 
Media  reports  one  year  later  indicate 
the  child's  dtvalopment  was  proceeding 
very  well  with  leg  braces  adequately 
compensating  for  the  child's  impairment 

In  the  Daytona  Beach«  Florida  ca>^ 
(listed  as  cast  33,  above),  action  by  the 
stflte  child  protective  services  agen^^y, 
like  that  called  for  in  the  final  rules, 
brought  about  needed  oorrtctiva 
sureerv.  Without  this  action,  the  Infant 
might  have  died  or  suffered  more  severe 
impairments. 

In  the  (Colorado  Springs,  Colorado 
case  (listed  as  case  35,  above)  the 
prompt  involvement  of  HHS,  acting 
upon  a  complaint  from  a  nurse,  may 
have  contributed  to  the  decision  to 
provide  corrective  surgery.  Because  the 
decisionmaking  process  was  in  progress 
at  the  time  the  OCR  inquiry  began.  It  is 
impossible  to  say  the  surgery  would  not 
have  been  provided  without  this 
Involvement  However,  the  Involvement 
of  OCR  and  the  OCR  medical  consultant 
was  cooperatively  received  by  the 
hospital  and  apparently  constructive. 

Although  no  case  has  resulted  In  a 
finding  of  discriminatory  withholding  of 
medical  care,  the  Department  believes 
these  cases  provide  additional 
documentation  of  the  need  for 
governmental  Involvement  and  the 
appropriateness  of  the  procx'durcs 
estubliahed  by  the  final  ruies. 

E,  OTHER  ISSUES 

Self-Evaluation 

Among  the  questions  on  which  the 
fuIyS  notice  of  proposed  rulemaking 
solicited  comments  w*as  question  1: 

Should  recipients  providing  health  c«re 
services  to  Infants  be  required  to  perform  a 
f  etf-«valuatlon.  pursuant  to  45  CFR  84.e(c)(t). 
with  respect  to  their  poHcias  and  practices 
concerning  health  ser\-ices  to  handicapped 
infants? 

A  number  of  commenters  expressed 
support  for  this  requirement.  Some 
commenterc  exprcssed  the  view  that 
Rnlf  evaluations  would  be  helpful  and 
should  be  conducted,  but  they  should 
not  be  a  federal  regulatory  mandate. 
Some  conunenters  suggested  that  if  this 
were  to  be  a  requirement,  II  should  be 
through  mechanisms  othor  than  section 


504,  such  as  voluntary  accreditation 
standards  or  Medicare  conditions  of 
partlclpsilon. 

Some  commenters  opposed  a  self- 
evaluation  requirement  on  the  grounds  it 
would  likely  be  unproductive.  For 
example: 

Americans  United  for  Life  is  skeptical  of 
any  approach  to  tlia  tnforcament  of  taction 
504  tttat  relies  on  the  cooperation  of  thoie 
being  regulated.  Encouraging  hospitals  to 
perfonn  **w//.8 valuation"  is  not  likely  to  Ipfld 
to  accurate  evaluation. 

Response 

The  Department  has  not  adopted  a 
self*evaIuatlon  requirement  as  part  of 
the  final  rules.  The  Department  believes 
this  function  will  be  most  effectively 
carried  out  In  connection  with  the 
activities  of  infant  Care  Review 
Committees  encouraged  by  the  final 
rules,  and  therefore  will  not  seek  to 
impose  uniform  standards  for  self* 
evaluations. 

Information  to  Parents 

Among  the  questions  on  which  the 
fuly  5  notice  of  proposed  rulemaking 
solicited  comments  was  question  2: 

Should  rjch  recipients  be  required  to 
identify  for  parents  of  handicapped  infants 
bom  In  their  facilities  those  public  and 
private  agencies  In  the  geographical  vicinity 
that  provide  services  to  handicapped  infants^ 

A  great  many  commenters  e;:pres8e'i 
support  for  such  a  requirement  on  the 
ground  that  before  parents  are  put  Into  a 
position  of  having  to  make  very  difficult 
decisions  concerning  care  for  their 
handicapped  child,  tiie  parents  should 
be  aware  of  the  health  and  social 
services  agencies  and  organizations  and 
parental  support  groups  livailable  in  the 
community.  Other  commenters  opposed 
this  requirement.  Some  commenters 
expressed  the  view  that  hospitals  should 
provide  this  Information  as  pert  of  their 
own  policies  and  procedures,  but  that  it 
would  be  counterproductive  to  8e<k  to 
imposa  rigid,  uniform  regulatory 
requirements  in  this  regard. 

Among  those  supporting  such  a 
requirement  was  the  Spina  Bifida 
Association  of  America  (SBAA): 

The  SBAA  strongly  sup^  >rts  Such  a 
fpquirement;  {t  might  be  the  moit  important 
influcnUbl  aspect  of  (he  entire  reguIaUon. 

Parents  of  a  newborn  spina  bifida  child  are 
expected  to  make  rational  life  and  death 
decisions  when  what  was  expected  to  be  d 
loyous  time  has  Instead  become  an  occasion 
for  confronting  the  co:.^ms  of  the  unknown 
The  denlslont  must  be  made  quickly  and 
under  great  stress.  Dr.  Rosalyn  Darling,  a 
member  of  SBAA'b  Professional  Advisory 
Committee,  has  written  that  decisions  are 
often  made  by  physicians  and  individuals 
who  have  very  little  contact  with  the 
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diutiUd  communU^  coDHquenlly.  d^itioAi 
concerning  lrti»;iienl  are  often  "iticVed" 
■XHintt  !hf  newborn  witha  probkm.PurenU 
nituntily  turn  to  their  ph^tid an  for  ({uldance. 
but  he  or  the  may  hav«  only  outduted  and 
unwuminlcdly  p«stimlstic  infurmMtion  about 
>}iinu  bifida.  Even  if  the  phyticttn  it  well- 
informed  about  the  avaiUble  trc.itmcnt.  he  or 
kht  u  rarely  aware  of  the  iuppoitive  >er\'icet 
in  th<-  ninmiinity  ur  tquippcJ  to  j(ive  the 
ripporl  and  cour.y.!l;ng  that  oth^^rt  nho  haxe 
gone  through  the  t4mc  experience  nan't 
provide. 

C1i*.'iiiy.  new  piirents  of  a  disabled  child 
nrcd  the  name*  of  a{:cnrji.'«  and  support 
Rrovpt  Bvallable  to  aS5ltt  the  family  unit 
Other  p«<renlS  who  h.ivc  xone  through  the 
jumt*  tit!2atlnn  am  thsn  shhr**  their 
)^nnwletj£tc  of  the  di5abiht>  and  Its  trealmrnt 
and  %\Vft  comfort  and  assistance 

The  American  Sp<Hch-Languagc- 
Heating  Attodstlon,  which  i^presentt 
39.000  speech-language  pathologists  and 
audiologittg  nationwide,  stated: 

(Plarentt  and  phytlciant  are  laryely 
unaware  of  what  educational.  h>ibihtati\e. 
and  rehabilitative  Mr\icu  ara  available  for 
handicapped  chndmn.'bow  much  tuccm 
h^indicjppcd  children  rKelvIng  these 
•ervir^a  can  hnve.  the  obf^atlon  of  ttatea  to 
ediiraic  handicapped  childrv'n.  the  sttrnt  of 
re»(trch  now  going  on  rtgardinx 
handiuipped  diiidrtn.  and  other  federat. 
stale  and  tocal  governmental  commitinanta  \o 
thi!  hundir^<pp;'d.  Unfortunately,  ph^sicmn^ 
hiiVd  all  thai  they  cun  (Ju  tu  maintain 
currency  with  mcidicat  information  and  are. 
ihrrefortf.  frf<]iiently  ^tl-lnformed  as  to  what 
iMn  done. for handiciippi'd  Infdnts 
•      «      •      •  ■ 

.  .  .  Kttclpienti  shnuld  be  rMMuirfil  to 
provide  complete  (nfornii«tiun  tu  the  pnre nt 
hIkiui  the  appropriate  handitujp.This  wuuld 
include  not  only  idcntifiuitiun  of  public  and 
private  agencies  that  pro''ide  t«r\'icet  to 
h«tndic;ippcd  infants,  butjl)  dciM^fd 
Information  on  the  hbndic;ip  ittfplf:  {Z\ 
dlicusslon  of  the  educaiional  ftnd 
Mhiibililation  potential:  (3)  discunsum  of 
allcmntive  care  options  such  ax  foster  homes, 
adopliiin.  etc.:  (4)  identlficntion  of  v^irenl 
support  groups:  and  (5)  discusMiui  of 
rvjHM.tutiont  fora  setf'Suffif.lent  future  iif*;.  to 
providing  the  re^uIrt^fl  inrorm.il.im  ihe 
reciplcii!  should  use  indi\iduaK 
koiiwledgfttble  about  the  handitiip.  including 
profcCfiinnaU.  cssocialiuns  and  parents  of 
h«indirapped  dtildrrn.  For  cN.unp!c.  the 
Ameriiutn  Speech-t^ngucge-Hearing 
Assc«ciation  and  its  c'tncamer  a^imte.  ihe 
National  Associutinh  -pf  Hearing  and  Speech 
Actiun  (NAItSA)  maintuins  a  Kelp  line  {Hlfi^ 
ft3A-«255)  that  can  he  used  to  obtain 
iiifumuition  on  (1)Kp«!**Lh-ldngaHge  pathuuf^y 
:ind  HUiliology  aertiuo^  availfililit  In  any  area 
uf  ihi*  United  Stnics.  (2)  xpecch.  t>«r.gujge  and 
hearing  disorders,  and  (J)  uthpr  Hgt'ncifj: 
nerving  the  {X>mmur!r^'ilivriy  h«in(iu^tppi'<l 
NAHS.A  provides  ir.f(imuiliun:il 
hrothiireit. .    .  Many  pri>rexs*i>ni»l 
aM(M:iHttims  have  similar  ducuim:nis  that 
would  l>r  helpful  tt^  recipients. 

Among  those  opposing  a  re quirenieni 
that  recipients  provide  informHtion  to 


perents  was  Georgetown  University 
Hospital.  Washir«gton.  D.C  As  an 
tltemative«  th^  hospital  proposed* 

OKI  tS  should  undertake  the  rttponsibihty 
of  providing  a  federal  office  chaffed  with  the 
task  of  l<lenlifying  for  pJirenla  of  handicapped 
children  those  public  and  private  agenc^s  in 
the  geographical  vidnlty  of  the  parent^ 
residence  that  provide  »er\ic«  of 
handicapped  Infants,  and  for  providing  the 
necessary  flsanctal  auistunce  to  acquire 
such  services.  Hospitals  ahuutd  be  required  to 
fun^ish  parents  wiJh  a  ti^lf  phonf  number, 
and/ur  address  of  ihis  federui  office. 

Hcspon$e 

The  Department  believes  it  is 
extremely  important  for  parents  of 
handicapped  newborn  Infants  to  receive 
detailed  information  on  the  availability 
of  health  and  social  ser\ices  for 
handicapped  children  in  the 
communities.  However,  the  Department 
has  condiKied  the  most  effective  way  to 
advance  tjfils  goal  it  not  through  an 
attempt  to  impose  detailed  regulatory 
requirements  that  wobid  be  very 
difficult  to  monitor  and  enforce. 

Rather,  the  Department  hat 
undertaken  several  initiatives^  discussed 
above  in  the  preamble,  to  Improve  the 
furnishing  of  information  to  parents.  In 
addition,  this  should  be  a  centrilTocus 
of  the  activities  of  the  Infant  Care 
Review  Committees,  which,  under  the 
model  set  forth  in  the  final  rulei«  include 
participation  by  represiintatlves  of. 
disability  groups  or  disability  e.xpcrrs. 

VI.  Regulatory  Information 

Sei^ercbfiity 

U  IS  the  Secretary's  intent  that  should 
any  subsection,  paragraph,  clause,  or 
provision  of  this  rule  be  declared  by  u 
court  of  competent  jurisdiction  tu  be 
invalid,  the  remainder  of  the  rule,  not 
expressly  so  declared  invalid,  sliall 
continue  in  pffitct. 

Re^uiotory  impticl  Analysis 

'I  his  pDpofiHd  rule  has  bcun  reviewed 
under  E.KCCutive  Order  12?.;ti.  It  is  not  a 
major  rule  as  defined  by  the  Order 
because  It  does  not  have  an  effect  on  the 
economy  of  SlOO  million  or  more  or  meet 
the  other  definitional  criteria  contained 
in  the  Order,  and  thtis  does  not  require  a 
regulatory  Impact  analysis. 

Rt^gufutory  Flexibility  Analysisi 

1'hc  Regulatory  (''Ie^ibtlity  Act  (Pub.  L. 
90-354)  requires  the  Federal  government 
to  afitit.ipntc  and  reduce  the  Impact  of 
rules  and  paperwork  requirements  on 
sinall  businesses  and  other  small 
entities.  For  each  rule  with  a  "slgnific^mt 
impact  on  a  substantial  number  of  smnll 
entitirH"  an  nnulysis  must  be  prepared 
describing  the  rule's  Impact  on  small 
entitles. 


The  Secretary  certifies  that  the  final 
rulci  dut  not  have  a  significant  impact  on 
a  substantial  number  of  small  entities. 
As  it  relates  lo  hospital,  the  primary 
requircmKOl  of  the  final  rules  Is  to  post 
an  InforniatlonHl  notice,  which  has  no 
sigiunc.int  impact  on  the  hospitals.  The 
requitcmcnts  cimcprning  expedited 
urcess  to  records  and  cxpediVd  action 
to  effect  compliance  ah'j,  r.s  c\pUin»'d 
above,  have  no  significant  impact. 
Requirements  in  the  final  •tjIcs  rotating 
to  5tat<^  child  prctcctlvc  service^ 
agencins  have  no  substantial  Impact  on 
those  agcncu^s.  because  tho^e 
requ:rements«as  explained  ub'/ve.  are 
full)  consistent  with  nurTinl  fr«K  cHh.*ts 
of  those  agencies  and  exist  j:g 
regulatory  requirements. 

Matters  addressed  In  the  guidelines 
iiicladcd  in  the  final  rulei:  are  not 
requirements  cf  the  rules.  They  reflect 
interpretation's  and  procedures  of  the 
Department  pursuant  to  «he  slatute. 
exiting  regulaUoas..^d  existing 
prooeduret. 

Therefore,  a  regulatory  flexibility 
analysis  Is  not  required. 

Paperwork  Reduction  Act 

Section  64.65(c)  of  the  Hnat  rules 
con^aitis  Information  collection 
requirements.  These  requirements  were 
Submitted  to  the  Office  of  Management 
and  Budget  for  review  under  section 
S.Wlh)  of  the  Paperwork  Reduction  Act  - 
of  :&aO.  and  approved  for  ose  through 
September  30. 1966.  The  OMB  No.  Is 
OJWO-0114. 

Dt^pui  tmniit  o^fustfco  R^vifAv 

Pursuant  to  Executive  Order  12250. 
these  final  rules  have  been  reviewed 
and  approved  by  the  Department  of 
justice. 

Ust  of  Subjects  in  45  CFR  Part  84 

CivU  rights.  Education  of 
hHndir  ip;>fd.  Handic2;ipr:d.  Physically 
handicapped. 

Orfted:  DfUiuWr  30. 19a3 
Approved: 
Margsnt  M.  Heckler. 

PART84-.iAM£NDEDl 

'llu!  authunty  citation  for  Part  84  is  as 
fiillows: 

Au:honty:  Ser  .VM.  RaHabilitation  Ai:t  of 
twr  I  Pub.  t-  9:i-112.  a"  Stat,      (2ft  U.S.C 

st-c.         Rt^iahititutiur.  .Act 
An.i  Pdmftnts  of  1974.  Pub.  L.  f43-5ia  6A  Stat, 
imu  iJii  tf.S.C.  71)6):  utc  COti.  Education  of  the 
H.4tulicapped  Act  (20  Uii.C.  14USJ.  ait 
unu-ndcd  liy  Ihib.  U  94-142.  es  Slat.  795:  »ct. 
321.  Cumpri;hensive  Alcohol  AhOse  And 
Alcoholism  Prevention.  Treatment,  and 
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Rchabllitttion  Act  of  1970. 64  Sut.  163  (42 
US.C  4^1).  ai  i  mended;  lec  457,  Drug 
AbuiC  OfTlce  ind  Treilmfnt  Act  of  1972. 66 
Sut.  76  (21  U  S,C  1174).  «i  amended. 

For  the  reasons  let  forth  in  the 
preamble; 

1. 45CFR  Part  84  is  amended  by 
inserting  after  f  B4.54  the  following  new 
{  84.55: 

i  t4.S5  Proc«durti  rtUtinfl  (o  ht»ith  cart 
fOfh»o«cappHlnfant». 

(a)  Infant  Care  Review  Committees, 
The  Department  encourages  each 
recipient  health  care  provider  ihat 
provides  health  care  lervices  to  infenti 
In  programs  receiving  Federal  financial 
asilf  tancft  to  cstabliih  an  Infant  Care 
Review  Committee  (ICRC)  to  aisist  the 
provider  in  delivering  h^'^iih  care  and 
related  iervir:M*to  Jafantt  and  In 
complying  with  thii  part.  The  puipose  of 
the  committee  ii  to  aislit  the  health  care 
provider  in  the  development  of 
•tandaixii*  poUdea  and  procedurei  for 
providing  treatment  to  handicapped 
infanti  and  in  making  decisions 
concerning  medically  beneficial 
treatment  in  ipecific  cases.  While  the 
Department  recognizes  the  value  of 
iCRCs  in  assuring  appropriate  medical 
care  to  infants,  luch  committees  are  not 
required  by  this  section.  An  ICRC 
fJtoiiId  be  composed  of  individuals 
representing  a  broad  ranga  of 
perspectives,  end  should  include  a 
practicing  physician,  a  representative  of 
a  disability  organization,  a  practicing 
nurss*  and  other  individuals.  A 
sv^gested  model  ICRC  is  set  forth  in 
pjiragraph  (0  of  this  section. 

(b)  Posting  of  informatiOi^al  notice.  (1) 
Each  recipient  health  care  provider  that 
provides  health  care  lervices  to  infante 
In  programs  or  iictivitles  receiving 
Federal  financial  assistance  shall  post 
and  keep  posted  in  appropriate  places 
an  informational  notice. 

(2]  The  notice  must  be  posted  at 
iccation[i)  where  nurses  and  other 
medical  professionals  who  are  engaged 
tn  providing  health  care  and  related 
services  to  infants  will  see  it.  To  the 
ext«^nt  It  does  not  impair 
accomplishment  of  the  requirement  that 
copies  of  the  notice  be  posted  where 
such  personnel  will  see  it,  the  notice 
need  not  be  posted  in  area(s)  where 
parenti  of  infant  patients  will  see  It. 

(3)  Each  health  care  provider  for 
which  the  content  of  the  following 
notice  (identified  as  Notice  A]  Is  truthful 
may  use  Notice  A.  For  the  content  of  the 
notice  to  be  truthful:  (i]  The  provider 
must  have  a  |;ollcy  consistent  with  that 
stated  in  the  notice;  (11)  the  provider 
must  have  a  procedure  for  review  of 
treatment  dellberationi  and  decisions  to 
which  the  notice  applies,  luch  as  (but 


not  dmlted  to]  an  Infant  Care  Review 
Committee:  and  (lil)  the  statements 
concerning  the  identity  of  callers  and 
retaliation  are  truthful. 
Notice  A: 

PRINCIPl£S  OF  TREATKtm  OF 
DISABLED  INFANTS 

It  is  the  policy  of  this  hospitsl.  consiitcnt 
with  F<idtn\  liw.  thst  nourishment  snd 
medically  benendul  trestment  (ss 
determined  with  respect  for  reosooeble 
medicsl   «tgmet)!8)  should  not  bt  withheld 
from  hit    capped  mfsnts  solely  on  the  bssis 
of  their  p    ;nt  orsnticipsted  mentsl  or 
phyricai  im^ilrmenlt. 

This  Federal  Uw,  section  S04  of  the 
Rehsbilitatlon  Act  of  1973,  prohibits 
difcrimlnstion  on  the  basis  of  hsndicsp  in 
progrims  or  activities  r«ceiving  i^edersl 
finsndsl  sssitt^nce.  For  further  Informstlon, 
or  to  rtport  suspt cttd  BODCompUanct,  call: 

(Identify  designs?^  hospitsfcontsct  point 
and  telephone  numbtr)  or 

(Idantify  approprists  child  prottctivs 
servictf  af«ncy  and  telephooa  number]  or 

Depaitment  of  Health  and  Humcn 
Services  (HHS):  ao<Ma«-jm9  (ToUfrte: 
avsilsble  24  hours  s  dsy;  TDD  capability). 
The  identity  of  callers  will  be  held 
confldenttaL  Ratalistion  by  this  hotplUl 
ags  Inst  any  person  for  providiiig  informs  tlon 
shout  potrible  noncomplisnce  is  prohibited 
by  this  hospital  and  Federal  regulations. 

lA]  Health  care  providers  other  than 
those  described  in  paragraph  (b)(;J)  of 
this  section  must  post  the  following 
notice  (identified  as  Notice  B): 

NcUceB. 

PRINCIPLES  OF  TREATMENT  OF 
DISABLED  INFANTS 

Federal  law  prohibits  discrimination  on  the 
ossis  of  hintllcap.  Under  thit  Isw. 
nourishment  and  medically  beneflcisl 
treita^tJt  (as  determined  with  respect  for 
'«ssonabl8  medical  ludgments)  should  not  b« 
tvithheld  from  handicapped  Infants  solely  on 
the  basis  of  their  present  or  sntlclpated 
mental  or  physical  Impairmenta. 

This  Federal  law.  aection  504  of  the 
Rehabilitation  Act  of  1973.  appllea  to 
programa  oractivlilea  receiving  Federal 
financial  assistance.  For  further  Information, 
or  to  report  auspected  noncompliance,  call: 

lldentify  appropriate  child  protective 
aervicea  agency  and  telephone  number)  or 

U.S.  Department  of  Health  and  Human 
Servicea  (lUlS)^ 800-36^1019 (Toll-free: 
available  24  houra  a  day:  TDD  capability) 
The  identity  of  callers  will  be  held 
confidentlsL  Federsl  regulations  prohibit 
retsllstion  by  this  hospita"  4gsinst  sny  person 
who  provides  information  about  possible 
viololiona. 

(5]  The  notice  may  be  no  smaller  than 
5  by  7  inches,  and  the  type  size  no 
smaller  than  that  generally  used  for 
similar  Internal  communications  to  staff. 
The  recipient  must  insert  the  specified 
Information  on  the  notice  It  selects. 
Recipient  hospitals  In  Washington.  D.C. 
must  list  863-0100  as  the  telephone 


number  for  HHS.  No  other  alterations 
may  be  made  to  the  notice.  Copies  of  tHc 
notices  maybe  obtained  from  the 
Department  of  Health  and  Human 
Scrvi'  es  upon  request,  or  the  recipient 
may  produce  ita  own  notices  In 
conformance  with  the  specified  wording. 

(c)  Responsibilities  of  recipient  state 
child  protective  services  ogencies,  (1) 
Within  BO  days  of  the  effective  da»*vof 
this  section,  each  recipient  state  child 
protective  icrviccs  agency  shall 
establish  and  maintain  In  written  form 
methods  of  administration  and 
procedures  to  assure  that  tho  agency 
utilizes  Its  full  authority  pursuant  to 
state  law  to  prevent  instances  of 
unlawful  medical  neglect  of 
handicapped  infants.  These  methods  of 
adihinistratlon  and  procedures  ihall 
Include: 

(I)  A  requirement  that  health  care 
providers  report  on  a  tizoaly  basis  to  the 
state  agency  drcums tancet  which  they 
detennine  to  conatituta  known  cr 
suspected  instances  of  unlawl^jil  medical 
neglect  of  handicapped  Infants; 

(Ii)  A  method  by  whids  the  state 
agency  can  receive  reports  of  suspected 
unlawful  medical  neglect  of 
handicapped  Infants  from  health  care 
providers,  other  individuals,  and  the 
Department  on  a  timely  basis: 

(Hi)  Immediate  review  of  reports  of 
3uspectcd  unlawful  medical  neglect  of 
handlcap{>ed  infants  and«  where 
appropriate,  on-site  Investigation  of 
such  reports: 

(Iv)  Ptovision  of  child  protective 
services  to  such  medically  neglected 
handicapped  infants,  Including^  where 
appropriate,  seeking  a  timely  court  order 
to  compel  the  provision  of  necessary 
nourishment  and  medical  treatment;  and 

(v)  Timely  notification  to  the 
responsible  Pipartment  ofHcIal  of  each 
report  of  suspected  unlawful  roedlc/i 
neglect  involving  the  withholding.  «oIely 
on  the  bails  of  present  or  ajitlclpated 
physical  or  mental  impairments,  of 
treatment  or  nourishment  from  a 
handlr'»pped  Infant  who.  In  spite  of  such 
Impairments,  will  medically  benefit  from 
the  treatment  or  nourishment,  the  steps 
taken  by  the  state  agency  to  investigate 
such  report,  and  the  state  agency's  unal 
disposition  of  such  report. 

(2)  Whenever  a  hospital  at  which  an 
infant  who  Is  the  subject  of  a  report  of 
suspected  unlawful  medical  neglect  Is 
being  treated  has  an  Infant  Care  Review 
Committee  (ICRC)  the  Department 
encourages  the  atate  child  protective 
services  agency  to  consult  with  the 
ICRC  In  carrying  out  the  state  agency's 
authorities  under  Its  state  law  and 
methods  of  administration.  In 
developing  Its        ds  of 
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•dminlslralion  «ndp.t>ce<3uret.  the 
Department  encourages  child  protective 
iMfvicea  agcndet  to  adopt  guidelinet  for 
invettlgationi  similar  to  those  of  the 
Department  regarding  iha  involvement 
oflCRCa, 

fThc  provisions  of  f  M.SS{c)  have  been 
approved  by  the  Office  of  Mantjement  and 
Bud^f  t  pursuant  >o  the  Paperwork  Reduction 
AcUThs  0MB  No.  is0990-01H.) 

(d)  Expedited  access  to  records* 
Access  to  pertient  records  and  facilities 
of  a  recipient  pursuant  to  45  CFR  8a6(c) 
(made  applicable  to  this  part  by  45  CPU 
64Jt)  shall  not  be  limited  to  normal 
business  hours  when.  In  the  judgment  of 
the  responsible  Department  official 
imisMdiatt  accau  ij  necessary  to  protect 
Urn  HJt  orbaalth  of  a  handicapped 
Individual 

(e)  Expedited  action  to  affect 
compliance.  The  raqulrtment  of  45  CFR 
60i(d)(a)  pertaining  to  notice  to 
rtdpIenU  priir  to  the  Initiation  of  action 
to  emct  comjillance  [made  applicable  to 
C  I      by  4i^CFR  S4.01)  thai!  not 
apply  WiMn«  in  the  {udgment  of  the 
responiIbVy\Department  official 
Immediate  a^':tion  to  e^ect  compliance  is 
necessary  to\>rotect  the  life  or  health  of 
a  handicapped  indlviduU.  In  such  cases 
the  recipient  will  as  soon  as 
practicable,  be  given  oral  or  written 
notice  of  its  failure  to  comply,  of  the 
action    be  taken  to  effect  compliance, 
and  its  continuing  opportunity  to  comply 
voluntarily. 

(0    ode  J  Infant  Care  Review 
Committee.  Recipient  health  care 
providers  wishing  to  establish  Infant 
•Care  Review  Committees  should 
consider  adoption  of  .the  following 
model  This  model  Is  advisoo^.  Recipient 
health  care  providers  are  not  required  to 
establish  a  review  committee  or.  If  one 
Is  established,  to  adhere  to  this  model 
In  seeking  to  determine  compliance  with 
this  part,  as  It  relatn  to  health  care  for 
handicapped  Infants,  by  health  care 
providers  that  have  an  ICRC  es'.jblished 
and  operated  substantially  in 
accordance  with  this  model  the 
Department  will  to  the  extent  possible, 
consult  with  thfilCRC. 

(1)  Establishment  and  purpose,  (1)  The 
hospital  establlstes  an  Infant  Care 
Review  Committee  (ICRC)  or  joins  with 
one  or  more  other  hospitals  to  create  a 
(oint  ICRC  The  establishing  document 
will  state  that  the  ICRC  Is  for  the 
purpose  of  facilitating  the  development 
and  Implementation  of  standards, 
policies  and  procedures  designed  to 
assure  that,  while  respecting  reasonable 
medical  jud^ents,  treatment  and 
nourishment  not  be  withheld,  solely  on 
the  basis  of  present  or  anticipated 
physical  or  mental  Impairments,  from 


handicapped  infants  who.  In  spite  of 
such  impairmctits,  will  benefit  medically 
from  the  treatment  or  nourishment. 

{ii)The  activities    (he  ICRC  will  be 
guiJed  by  the  following  v^rinciples. 

(A)  The  interpretative /guidelines  of 
the  Department  relating  ^o  the 
applicability  of  this  part  to  health  care 
for  haR'*>'capped  infants. 

(B)  As  stated  in  the  **Prfnciples  of 
Treatment  of  Disabled  Infants*  Qf  the 
coalition  of  major  medical  and  disability 
organizations,  including  the  A,nerican 
Academy  of  Pediatnns.  National 
Association  of  Childrt.'?*:  Hospit«!:ls  and 
Related  Institutions.  Association  for 
Retarded  Citizens.  Down's  Syndrome 
Congress,  Spina  Bifida  Association,  and 
othm; 

When  medical  care  is  cleariy  beneficial,  it 
shoutd  always  be  f^rc^ded.  When 
appropriata  medlci^i  care  Is  not  available* 
arranternents  shoutd  be  made  to  transfer  the 

to  an  appropriate  medical  facUity. 
Consideratioa  sua  as  antidptted  or  actual 
limited  potential  of  an  indivldusi  and  present 
or  future  tack  of  available  community 
resources  are  Irrelevant  and  must  not 
detennine  the  decisions  conccmlnj;  medical 
care.  The  individual's  medical  condition 
should  be  the  sole  focus  of  th*  dedsic:*. 
Theu  are  \*ery  strict  standf 

It  is  ethically  snd  legalty       ed  to 
withhold  medical  or  surgical  ^  redures 
which  art  dearly  futile  and  wiU  only  prolong 
the  act  of  dyings  However,  supportive  care 
should  be  provided.  Including  sustenance'  «a 
mtdtcally  indicated  and  relief  of  patn  anc 
suffering.  The  needs  of  the  dying  person 
should  be  respected.  The  family  also  should 
be  Supported  in  its  grieving. 

In  cases  where  it  is  uncertsln  whether 
medical  Veatment  will  be  beneficial,  a 
penon*i  disaHiity  i  *iit  not  be  the  basis  for  a 
decision  to  withhold  trestment.  At  all  times 
during  the  process  when  decisions  are  being 
made  sbout  the  bencHt  or  futility  of  medical 
treatment  the  person  should  t}e  cared  for  In 
the  medically  most  appropriste  ways.  When 
doubt  exists  at  any  time  about  whether  to 
treat  a  preSurapHon  always  should  be  In 
favor  of  treatment. 

(C)  As  stated  by  the  President's 
Commission  for  the  Study  of  Ethical 
Problems  In  Medicine  and  Biomedical 
and  Behavioral  Research: 

This  Isttndard  for  providing  medically 
benefidsl  treatment]  Is  a  very  strict  standard 
in  that  It  axdttdes  consideration  of  the 
negative  effects  of  an  Impaired  child'*  life  on 
ether  persons.  Including  parents,  siblings,  ano 
society.  Although  abiding  by  this  standard 
may  be  difficult  In  spedHc  cases.  It  is  all  too 
easy  to  undervalue  the  lives  of  handicapped 
Infants:  the  Commission  finds  lUmperative  to 
counteract  this  by  treating  therd  no  less 
vigorously  than  their  healthy  peers  or  than 
older  children  with  similar  hsndicaps  would 
t>e  treated 

(111)  The  ICRC  will  carry  out  Its 
purposes  by: 


(A)  Recommending  institLtional 
policies  concerning  the  wi*hholding  or 
withdrawal  of  medical  o:  surgicil 
treatments  to  Infants.  Including 
guidelines  for  ICRC  action  for  spedfic 
categories  of  life«threatening  conditions 
ejecting  infants: 

(B)  Providing  advice  in  spedfic  cases 
when  decisions  are  being  considered  to 
withhoM  or  withdraw  from  infant  life- 
sustaining  medical  or  surgical  treatment: 
and 

(C)  Reviewing  retrospectively  on  a 
regular  basis  infant  medical  records  In 
situations  in  which  life-sustaining 
medical  or  surgical  treatment  has  b«en 
withheld  or  withdrawn. 

(2)  Organization  and  staffing.  The 

ICRC  will  consist  of  at  least  7  members 

and  Indude  the  following: 
(I)  A  practtcing  physician  (e^.  a 

ped'atridan,  a  neonatolo^l  or  a 

pediatric  surgeon), 
(ii)  A  practidng  nurse, 
(ill)  A  hosptUl  administrator, 
(Iv)  A  representative  of  the  legal 

profession, 
(v)  A  representative  of  a  disability 

group,  or  a  developmental  disability 

exp^frl 

{vl)  A  lay  ccmmunlty  member,  and 

(vii;  A  member  of  a  facility's 
organized  medical  staff,  who  shall  serve 
as  chairperson. 

L,  coniiectiori  with  review  of  specific 
cases,  one  member  of  the  ICRC  shall  be 
designated  to  act  as  "spedal  advocate" 
for  the  infant,  as  provided  In  paragraph 
(n(3)(ii)(£)  of  the  section.  The  hospital 
will  provide  sta^  support  for  the  ICRC. 
including  legal  counsel  The  ICRC  will 
meet  on  a  regular  basl9.  or  us  required 
below  in  conrection  with  review  of 
specific  cases.  It  shell  adopt  or 
recommend  to  the  appropriate  hospital 
offtcial  or  body  such  administrative 
policies  as  terms  of  office  and  quorum 
requirements.  The  ICRC  will  recommend 
procedures  to  ensure  thai  both  hospital 
personnel  and  patient  famllieo  Jre  fully 
informed  of  the  existe'^ce  and  functions 
of  tne  ICRC  and  its  avallabUity  on  a  24- 
hour  basis, 

(3|  Operation  ofICRC—{\]  Prospective 
poiicy  development  (A)  The  ICRC  will 
develop  and  recommend  for  adoption  by 
the  hospital  institutloni:!  polldes 
concerning  the  withholding  or 
withdrawal  of  medical  treatment  for 
infants  with  life<threatening  conditions. 
These  will  indude  guidelines  for 
management  of  specific  types  of  cases 
or  diagnoses,  for  example.  Down's 
syndrome  and  spina  bifida,  and 
procedu?es  to  be  foUowtd  In  such 
recurring  drcumstances  as.  for  example, 
brain  death  and  parental  refusal  to 
consent  to  llfe-cavli.^  IreatmenLThe 
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hofpital,  upon  recommendation  of  the 
ICRC.  may  require  attending  physicians 
to  notify  the  ICRC  of  the  presence  in  ih- 
facihty  of  an  infant  with  a  diagnosis 
specified  by  the  ICRC.  e.g..  Down's 
syndrome  and  spina  bifida. 

(B)  In  recommending  these  policies 
and  guidelines,  the  ICRC  will  consult 
with  medical  and  other  authorities  on 
issues  involving  disabled  individuals, 
e.g.,  neonatologists.  pediatric  surgeons, 
county  and  city  agencies  which  provide 
services  for  the  disabled,  and  disability 
advocacy  organizations.  It  will  also 
consult  with  appropriate  committees  of 
the  medical  staff,  to  ensure  that  the 
ICRC  policies  and  guidelines  build  on 
existing  stafT  by-Uws,  rules  and 
regulations  concerning  consultations 
and  staff  membership  requirements.  The 
ICKC  will  also  inform  and  educate 
hospital  staff  on  the  polided  and 
guidelines  it  develops. 

(ii)  Review  ofspedfic  cases.  In 
addidon  to  regularly  scheduled 
meetings,  interim  ICRC  meetings  will 
take  place  under  specified 
circumstances  to  permit  review  of 
individual  cases.  The  hospital  will  to 
the  extent  possible,  require  in  each  case 
thai  Mfe-sustaining  treatment  be 
continued,  until  the  ICRC  can  review  the 
case  and  provide  advice. 

fA)  Interim  ICRC  meetings  will  be 
convened  within  24  hours  (or  less  if 
indicated)  when  there  is  disagreement 
between  the  family  of  an  infant  and  the 
infant's  physician  as  to  the  withholding 
or  withdrawal  of  treatment,  when  a 
preliminary  decision  to  withhold  or 
withdraw  life-sustaining  treatment  has 
been  made  in  certain  categories  of  cases 
identified  by  the  ICRC.  when  there  is 
disagreement  between  members  of  the 
hospital's  medical  and/or  nursing  staffs, 
,  or  when  otherwise  appropriate 

'Bj.Such  interim  ICRC  meeUngs  will 
take  place  upon  the  request  of  any 
member  of  the  ICRC  or  hospital  staffer 
parent  or  guardian  of  the  infant.  The 
ICRC  will  have  procedure;  to  preserve 
the  confidfintiality  of  the  identity  of 
persons  making  such  requests,  and  such 
persons  shall  be  protected  from  reprisal 
When  appropriate,  the  ICRC  or  a 
designated  member  will  inform  the 
requesting  individual  of  the  ICRC's 
rerommeiidalion. 

(C)  The  ICRC  may  provide  for 
telephone  and  other  forms  of  review 
when  the  timmg  and  nature  of  the  case. 
Hs  identified  in  policies  developed  by 
the  ICRC,  make  the  convening  of  an 
interim  mcetin^^  impracticable. 

(D)  Interim  meetings  will  he  open  to 
the  affcrtKd  partius.  The  ICRC  will 
ensure  that  the  interests  of  the  parents, 
the  physician,  and  the  child  are  fully 
considered;  thut  fnmily  members  have 
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been  fully  informed  of  the  patient's 
condition  and  prognosis;  that  they  have 
been  provided  with  a  listing  which 
describes  the  servir.es  furnished  by 
parent  support  groups  and  public  and 
privati?  agencies  in  the  geographic 
vicini:y  to  infants  with  conditions  such 
as  that  before  the  ICRC:  and  that  the 
ICRC  will  facilitate  their  access  to  such 
services  and  groups. 

(E)  To  ensure  a  comprehensive 
evaluation  of  ^11  options  and  factors 
pertinent  to  the  committee's 
deliberations,  the  chairperson, will 
designate  one  member  of  the  ICRC  to 
act,  in  connection  with  that  specific 
ca?e,  as  special  advocatcior  the  infant. 
Tlie  special  advocate  will  seek  lo  ensure 
f^M  all  considerations  in  favor  of  the 
provision  of  life  sustaining  treatment  are 
ftiUy  evaluated  and  considered  by  the 
ICRC. 

(F)  In  crises  in  which  there  is 
disagree menl  on  neatment  between  a 
physidtm  and  an  infant's  family,  and  the 
family  >rf;3u.s  to  continue  life-sustalning 
treatment,  the  family's  wishes  will  be 
carried  out,  for  as  long  as  the  far*.Jy 
wishes,  unless  such  treatment  is 
medically  contraindicated.  When  there 
is  physician/family  disagreement  and 
the  family  refuses  consent  to  life- 
sustaining  treatment,  and  the  ICRC, 
after  due  deliberation,  agrees  with  the 
family,  the  ICRC  will  recommend  that 
the  treatment  be  wthheld.  When  there 
is  phy  dan/family  disagreement  and 
the  family  refuses  consent,  but  the  ICRC 
disagrees  with  the  family,  the  ICRC  will 
recommend  to  the  hospital  board  or 
appropriate  ofTidal  that  die  case  be 
referred  im*nediately  to  an  appropriate 
court  or  child  orotective  agenpy*  and. 
every  effort  sh^U  be  made  to  continue 
treatment,  presei-ve  the  status  quo.  and 
prevent  worsening  of  the  infant's 
condition  until  such  time  as  the  court  or 
agency  rendsrs  a  dedsion  or  takes  other 
appropriate  action.  The  ICRC  will  also 
follow  this  procedure  in  cases  in  which 
the  familjr  and  physician  agree  that  life- 
sustaining  treatment  should  be  withheld 
or  withdrawn,  but  the  ICRC  disagrees. 

(iii)  Retrospective  record  review.  The 
ICRC  at  its  regularly-scheduled 
meeting,  will  review  all  records 
involving  withholding  or  termination  of 
medical  or  surgical  treatment  to  infants 
consistent  with  hospital  policies 
developed  by  the  ICRC.  unless  the  case 
was  previously  before  the  ICRC 
pursuant  to  paragraph  (f)(3)(ii)  of  this 
section.  If  the  ICRC  finds  that  a 
deviation  was  made  from  the 
institutional  policies  in  a  given  case,  it 
shall  conduct  a  review  and  repoit  the 
findings  to  sippropriate  hospital 
pirisonnel  for  appropriate  jictiun. 


^  (4)  Records.  The  ICRC  will  maintain 
records  of  all  of  its  deliberations  and 
summary  descriptions  of  specific  cases 
considered  and  the  dispositioa  of  those 
cases.  Such  records  will  be  kept  in 
accordance  with  institutional  policies  on 
confidentiality  of  medical  information. 
They  will  be  made  available  to 
appropriate  government  agencies,  or 
upon  court  order,  or  as  otherwise 
required  by  law. 

Amendment  to  Table  of  Contents 

2.  The  table  of  contents  to  45  CFR  Part 
84  is  amended  by  striking  the 
designation  of  "64.55-84.60  (Reserved]" 
and  by  inserting  in  lieu  thereot  the 
following: 

©4^  Procedures  relating  to  health  care  for 

handicapped  Infants. 
&4.5a^.ao  (Reserved] 

S.  45  CFR  FaH  M  Is  amended  by 
inserting  after  Appendix  B  the  following 
new  appendix: 

Appendix  (>-GddeHAea  Relatioj  to  Health 
Cart  for  HmdkMpptd  laf^ats. 

(a)  tnterpretotive  guidelines  relotins  to  the 
opplicability  of  this  port  to  health  core  for 
handicapped  infants.  The  following  are 
interpretative  guidelines  of  the  Department 
set  forth  here  to  assist  redplentc  and  the 
puhlic  in  understanding  the  Department's 
interpretslion  of  i*^ction  504  and  the 
rcgulatlc?     .lUloed  in  tiiU  part  ai  applied 
io  mai*^<*s  Coucemlng  health  cars  for 
Iiaii^.capped  infants.  Ttete  interpretative 
guideline!  are  Illustrative:  they  do  not 
independently  establish  rules  of  conduct. 

(t)  With  respect  to  programs  and  activiUei 
receiving  Federal  financial  asslatance,  health 
care  providers  m^ay  not.  solely  on  the  b^§is  of 
present  or  aiitidpated  physical  or  2r*ntal 
Impairments  of  an  bifant*  withhold  tr^atnent 
or  noun'shment  from  the  infant  who.  in  spite 
of  such  Impairments,  will  medically  benefit 
from  the  treatment  >r  nourishment. 

(2)  Futile  treatment  or  treatment  that  will 
do  no  more  than  temporarily  prolong  the  act 
of  dying  of  a  terminally  111  infant  is  not 
considered  treatment  that  will  medically 
benefit  ;he  Infcnt. 

(3>  in  determining  whether  certain  potsibie 
tieutments  will  be  medically  beneficial  to  an 
infant,  reasonable  medical  Judgments  in 
selecting  amon^j  alternative  courses  of 
treatment  r/ill  be  respected 

(4)  Section  504  and  the  provisions  of  this 
pan  are  not  applicable  to  parents  (who  are 
not  recipients  of  Federal  financial 
assistance).  However,  each  recipiVnt  health 
care  provider  mutt  in  all  aspects  of  Ua  h(>;ilth 
care  programs  receiving  Federal  financiHl 
assistance  provide  health  Care  and  relHted 
services  in  a  manner  consistent  with  the 
rpqtiiremcnts  of  section  504  and  this  part. 
Surh  anpccts  Includes  decisions  un  whether 
to  report.  Hu  required  by  State  law  or 
otherwise,  to  the  appropriate  child  prnlef.tuf* 
avn  ices  agency  a  suspected  instunce  uf 
niodirul  iioglcci  vf  a  child,  ur  fo  t»ik&i)(h»!r 
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action  to  mk  review  or  parental  decisioni  to 
withhold  coiiMnt  for  medically  indicated 
trestment  Whenever  parents  make  a 
decifion  to  withhold  consent  for  tnedically 
beneficial  titttment  or  nourishment,  auch 
recipient  providers  may  not  solely  on  the 
basis  of  the  infant's  present  or  anticipated 
hiture  mental  or  physical  impalrmenti,  fail  to 
follow  applicfble  procedures  on  reporting 
auch  incidents  to  the  child  protective  services 
sgency  or  to  seek  judicial  review. 
.  J5)  The  following  are  examples  of  applying 
these  interpretative  guidelines.  These 
examples  are  stated  In  the  context  of 
dedsions  made  by  recipient  health  care 
providers.  Were  these  dedsions  msde  by 
parents,  the  guideline  stated  In  section  (aK4) 
would  appiy.These  examples  assume  no 
fads  or  complications  other  than  those 
stated.  Because  every  case  must  be  examifked 
on  its  Indlvidua!  fscts.  these  are  merely 
illustrative  examples  to  a  ssist  I  n  * 
understanding  Ihe  frsmework  for  applying 
the  nondisoimination  requirements  of 
section  SOI  and  this  part 

(i)  Wtthhoiding  of  medically  bcnefidal 
aurgery  to  corrtct  an  Intestinal  obatructioo  in 
an  Infant  with  Down'a  Syndroine  «^)ea  the 
%HthhoIdin|  Is  based  upon  the  anticipated 
future  mental  retardation  of  the  infant  and 
there  are  no  medical  contraindications  to  the 
suraery  that  would  other  wiae  justify 
withholding  the  surgery  would  constitute  a 
diM  rimitwt(iri'«K.(.itoIrttiveo!  Motion  5(H. 

(ii)  Withholding  of  treatment  for  medically 
conrctable  physical  anomalies  tn  children 
bom  with  spina  biPula  v/hen  such  denial  is 
based  on  antidpafed  mental  Irapaliment 
paralysis  or  incontinence  of  the  infant*  rather 
than  on  reasonal^  madical  judgments  that 
trestment  would    futile,  too  unlikely  of 
stxceta  ^ven  complications  in  the  paiiticular 
case,  or  otherwise  not  of  medical  benefit  to 
Ihe  infant  would  constitute  a  discriminatory 
act  violative  of  section  504. 

(iii)  WIthhoi  *'ng  of  medical  treatment  for 
an  irdant  bom  nvith  anencephaly.  who  will 
inevitably  die  vsrithb  a  short  period  of  time, 
would  not  constitute  a  diacrimlnatory  act 
because  tha  tre^t^t  would  be  futile  and  do 
no  more  than  temporarily  prolong  the  act  of 
dying. 

(iv}  Withholding  of  certain  potential 
treatments  from  a  severely  premature  and 
low  birth  weight  Infant  cn  tne  grounds  of 
reasona^ile  medical  judgments  concerning  the 
improbability  of  success  or  risks  of  potential 
harm  to  the  infant  would  not  violate  secti&n 
S04. 

{bj  Gv'Mi'nes  for  HHS  invcstt'sotions 
rehting  to  health  con  for  handicapped 
Uifonts,  The  following  are  guidelines  of  the 
Department  in  conducting  invest^ations 
relating  to  health  care  for  handicapped 
infants.  They  are  set  forth  here  to  assist 
redpienti  snd  the  public  in  understanding 
appiic^le  investigative  {procedures.  TTiese 
pttldelin^  do  not  establish  lies  of  conduct 
create  or  affect  legally  irn')rceable  rights  of 
any  person,  or  modify  existing  rights, 
authorities  or  responsibilities  pursuant  to  this 


part.  These  guidelines  reflect  the 
Department's  recognition  of  the  spedal 
drcumstsnces  presented  in  connection  with 
complaints  of  suspected  life-threstening 
noncompliance  with  this  part  involving 
heslth  care  for  handicapped  infants.  These 
guidelines  do  net  apply  to  other 
Investigstions  pursuant  to  this  part  or  other 
civil  ri^ts  statutea  and  rules.  Deviations 
from  these  guidelines  may  occur  when,  in  the 
judgment  of  the  responsible  Department 
o^icial  other  action  is  necessary  to  protr^t 
the  life  or  health  of  a  hsndicapped  infant 

(1)  Unless  impracticable,  whenever  the 
Department  receives  a  complaint  of 
suspected  life-thrisatening  noncompliance 
with  this  part  in  connection  ivith  health  care 
for  a  handicapped  infant  in  a  program  or 
-activity  receiving  Federal  fmand4l 
assistaoct.  HKS  will  immediately  conduct  a 
preliminary  Inquiry  into  the  matter  by 
initiating  telephone  contact  with  the  redpient 
hospital  to  obtsirt  Information  relsting  to  the 
condition  arid  treatment  of  the  infant  who  is 
the  subject  of  the  complsint  The  preliminary 
inquiry,  wfaldt  may  indude  additional 
cocUct  with  the  cocapUlnant  and  a 
requirement  &at  pertinent  records  bt 
provided  to  the  Departa^t.  will  gei^rally  be 
completed  within  24  hours  (or  sooner  if 
indicated)  after  receipt  of  die  complaint. 

(2)  Unless  impracticable,  whenever  a 
redpient  hospital  has  an  I'^fan*  Care  Review 
Committee,  established  and  ope.*sted 
aubstanti&lly  In  accordence  with  ihe 
provisions  of  45  CFR  S4  55(f).  Ih?  D,t  rtment 
%vUl  as  part  of  Its  preliminary  inquiry,  solldt 
the  information  available  to.  and  the  anslysis 
and  recomendations  of.  the  ICRC  Unless,  in 
the  judgment  of  the  responsible  Department 
offidaL  other  action  is  necessary  to  protect 
the  life  or  health  of  «  handicapped  Infant 
prior  to  iidtlatiRg  an  on-site  Investlgatioa  the 
Department  will  await  receipt  of  this 
information  from  the  ICRC  for  24  hours  (or 
less  if  Indicated)  after  receipt  of  the 
complaint  The  Department  may  require  a 
subsequent  written  report  of  the  ICRCy 
findings,  accompanied  by  pertinent  records 
and  documentatloa. 

(3)  On  the  buis  of  the  Information 
obtained  during  preliminary  inquiry. 
Induding  information  provided  by  the 
hMpitsl  (Induding  the  hospital's  ICRC  if 
any),  information  provided  by  the 
complainant  snd  all  other  information 
obtained,  the  Department  will  determine 
whether  there  is  a  need  for  an  on*3ite 
Investigation  of  the  complaint  Whenever  the 
Department  determines  that  doubt  remains 
that  the  redpient  IvMpltal  or  some  other 
redpient  Is  in  coi:^:    :xe  with  this  part  or 
additional  documentation  la  desired  to 
substantiate  a  conduslon.  the  Department 
will  initiate  an  on^ite  investigation  or  take 
some  other  approf  riate  action.  Unless 
impracticable,  prior  to  initiating  an  on*slte 
investigation,  the  Department's  medical 
consultant  (referred  to  In  paragraph  6}  will 
contact  the  hotpital's  ICRC  or  appropriate 
medical  personr  ^1  of  the  recipient  hoapita' 


(4)  In  conducting  on-site  investigations, 
when  a  redpient  hospital  hss  an  ICRC 
established  and  operated  aubstsntially  in 
accordsnce  with  the  provisions  of  45  CFR 
M.55{n.  the  investigetion  will  begin  with,  or 
indsde  at  the  earliest  practicable  time,  a 
meeting  with  tha  ICRC  or  its  designees.  In  all 
on-site  investigations,  the  Department  will 
make  every  effort  to  minimize  any  potential 
inconvenience  or  disruption,  sccommodate 
the  schedules  of  health  care  professionsb 
and  avoid  making  medical  records 
unavailable.  The  Department  will  also  seek 
to  coordinate  its  Investigation  w^h  any 
related  investigations  by  the  state  diild 
protective  services  agency  so  as  to  minimize 
potential  disruption. 

(5^lt'ir  the  policy  of  the  Department  to 
make  no  comment  to  the  public  or  media 
re^rdlng  tha  subatanca  of  a  pending 
preliminary  inquiry  or  Investigation. 

(6)  Tat  Depaitmeot  will  obtain  the 
assisUnce  of  ft  qvallBed  medical  coriulicnt 
to  evaluate  the  medical  Information 
(induding  medical  records)  obtained  in  the 
COUTH  of  a  pctHmlaafy  Inquiry  or 
InvestigcMoo.Tl3«  name,  title  and  telephone 
number  of  the  Departmant'a  medical 
consultant  will  be  made  available  to  the 
redpient  hospital.  The  Department's  medical 
consultant  will  if  appropriate,  contact 
medical  personnel  of  the  redpient  hospital  In 
connection  with  the  preliminary  inquiry, 
investigation  or  medical  consultant's 
evaluation.  To  the  extent  practicable,  the 
medical  consultant  will  be  a  spedalist  with 
respect  to  the  condition  of  the  Infant  who  Is 
the  subject  of  the  preliminary  inquiry  or 
InvestigstJon.  The  medical  consultant  may  be 
an  employee    (he  Department  or  another 
person  who  has  agreed  to  serve,  with  or 
without  nnmpensation.  In  that  capadty. 

(7)  T     Tpartment  will  advise  the 
redpiei..  ^^ital  of  Its  condusions  as  soon 
as  possible  fallowing  the  completion  of  o 
preliminary  Inquiry  or  Investigation. 
Whenever  final  administrative  ftndinss 
following  an  Investigation  of  a  complaint  of 
suspected  Ufe*thre'>tenLng  noncomplisnce 
cannot  be  made  promptly^  the  Department 
will  seek  Co  notify  the  redpient  and  the 
complainant  of  the  Department's  dedslon  on 
whether  the  matte;  will  be  Immedtately 
referred  to  the  Department  of  Justice 
pursuant  to  45  CT  *  803 

(B)  Except  as  necessary  to  determine  or 
effect  compliance,  the  Department  will  (I)  in 
conducting  preliminary  inquiries  and 
investigations,  permit  information  provided 
by  the  redpient  hospital  to  me  Department  to 
be  furnished  without  p'imes  or  other 
identifying  informatioa  relating  to  the  infant 
and  the  ipfant*a  family:  and  (11)  to  the  extent 
permitted  by  law,  safeguard  the 
confidentiality  of  information  obtained. 

(FK  Uoc  S»-7»9  Kiltd  1:0C  om] 
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BOWEN,  SECRETARY  OF  HEALTH  AND  HUMAN 
SERVICES  V,  AMERICAN  HOSPITAL 
ASS.OCUTIONETAL. 

CERTIORARr  TO  THE  UNITED  STATES  COURT  OF  APPEALS  FOiw 
THE  SECOND  CIRCUIT 

No.  84-1529.  Argued  Jtzwiaiy  15,  1986— Decided  June  9, 19^ 

SecUtHi  604  of  the  RehabiKUtJon  Act  of  1973  ja  ovktes  that  tnjo  otherwise 
qualiljed  haiKiktjqjed  individuil . .  ^ 

c^,  be  excluded  tcm  the  ptrtkipation  in,  be  denied  the  becefite  Oi ,  or 
be  subjected  to  diac3rin±i»t3on  cndcr  any  laxjgrwn  or  activity  receiving 
Fed  jal  finmial  wRrtance."  In  19S4,  the  Secreteiy  of  Health  and 
Human  Services  (Secrctaiy)  jwOTiulgated  insulations  recpdring:  (1) 
health  care  providers  recdving  federri  ftmds  to  poet  iK>tices  that  b-^ 
of  5504'8  prohiKtion  against  discrimmation  on  the  hm%\iA  handicap^ 
health  care  shodd  not  be  withheld  from  infants  <in  the  ba«a  of  their  roe^ 
tal  or  physical  impainnonte;  (2)  state  child  protective  services  agencies 
to  establish  procedures  to  prevent  unlawfisl  medical  n^ect  of  handi- 
capped  infimts,  a^d  when  considered  nccessaiy,  in  the  judgment  of  the 
responsible  ofBdal  of  the  Department  of  Health  and  Human  Services,  to 
protect  a  handicapped  infant's  life  or  health;  (3)  immediate  access  to 
patient  lecord^;  and  (4)  expedited  compliance  actions.  In  consolidated 
actions  m  Fe^enJ  District  Court,  respcmdcnts  sou^t  to  declare  the 
regulations  invalui  and  to  ei^oin  their  enforccr^nt.  The  court  granted 
the  requested  relief  <m  tl^  authority  of  UniUd  StaUt  v.  University 
IIo9pital,  729  F.  2d  144  (CA2>,  and  the  Court  of  Appeals  affirmed  op  the 
basis  ^?f  that  eariier  decision. 

Held:  The  jiMlgment  is  affirmed. 

794  F.  2d  676,  affirmed 

Justice  SrsvgNS,  joined  by  JvmcB  Mahshall,  Justice  Black- 
MW,  and  Justice  Powell,  conceded  that  the  regulations  in  question 
are  not  authoriiad  by  JEfM.  Pp.  624-647. 

(a)  A  hospital's  witL^oWmg  of  treatment  from  a  handicapped  infimt 
v?hen  no  parental  consent  has  been  given  cannot  violate  §504,  for  with- 
out the  parents'  consent  the  iufimt  is  neither  "otherwise  qualified"  for 
treatment  nor  has  he  been  denied  care  *y^ly  by  reason  of  his  handicap." 
There  is  niching  in  the  administrathe  record  docu^nentlng  the  Setre- 
tar/s  belief  that  there  exists  "diwrinunatcwy  witkholdiL^  of  medical 
care"  in  violation  of  5  604  which  would  justify  federal  regulation.  None 
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of  the  examples  dted  by  the  Secretary  a«  justificaUon  for  the  regulation 
suggest  that  che  hospitals  receiving  fede:  '  funds,  as  opposed  to  parents,  ^ 
withheld  medical  care  on  the  basis  of  handicap.  Pp.  6P0-636. 

(b)  The  complaint-handling  process  the  Secretary  would  impose  on       ^  ffi 
mxwiliing  state  agencies  is  totally  foreign  to  the  authority  to  prevent 


a 

discrimination  conferred  on  him  by  5504.   While  the  Secretary  can 


require  state  agencies  to  document  their  oum  compliance  with  §504,  f^* 
nothing  in  §  504  authorizes  him  to  commandeer  state  agei^ies  to  enforce  § 
compliance  by  other  recipients  of  federal  funds  (in  this  instance,  hospi- 
tals). Pp.  637-642.  1^ 

(c)  The  Secretary's  basis  for  federal  intervention  is  perceived  dis- 
crimination  against  haiKlic&pped  iniants  in  violation  of  §  504,  ar^l  yet  the 
Secretary  has  pointed  to  no  evidence  that  sudi  disnrimination  occurs.  ^* 
Hie  adminii»tr«tive  record  does  not  contain  the  r^asonini;^  and^vi-  ^ 
denee  necessary  to  sustain  federal  intervention  into  a  historically  state- 
administered  decisional  process  that  appears— for  lack  of  any  contrary  ^ 
evidence^-to  be  lUnctioning  in  ftill  compliance  vrith}  504.   Nothing  in 
§504  authorizes  the  Secretary  to  dispense  with  the  hiw's  focus  on  dis-  ^ 
crimination  and  instead  to  employ  federal  resources  to  save  the  lives  of  g* 
handicapped  newborns,  without  r^aid  to  whether  they  are  victims  of 
discrimination  by  recipients  of  federal  fonda  or  not  Section  504  does  ^* 
not  authorize  the  Sr^cretary  to  ghre  unsolicited  advice  either  to  parents,  ^ 
to  hceptals^  or  to  state  offidals  who  are  laced  ^th  difficult  treatment 
dedsioDS  concerning  handicapped  children.  T^^e  administr'*ive  record 
demonstrates  that  the  Secretaiy  has  asserted  the  authoritr  to  conduct 
on-site  investigations,  to  inspect  hospital  records,  and  to  j^nrodpate  in 
^  ^  decisional  process  in  emergency  cases  in  which  there  Wte^  no  color- 
able basis  for  believing  *hat  a  violation  of  §504  had  occurred  or  was 
about  to  occur.  Theae  investigative  actions  are  not  authorized  by  §604, 
and  the  regulations  that  pcsr^ort  to  authorize  a  continuation  of  them  are 
invaUd.  Pp.  r42-^7. 

Stei'BKS,  J.,  announced  the  judgment  of  the  Co»*H,  and  delivered 
an  opinion  in  which  Marshall,  Blackhuk,  and  Powell,  JJ.,  joined. 
BimcEBf  C.  J.,  concurred  in  the  judgment.  White,  J.,  filed  a  dissenting 
opinion,  in  »^ch  Brennan,  J.,  joined,  and  in  Parts  I,  II,  IV,  and  V  of 
which  CCoNNOR,  J.,  join^,  poHy  p.  648.  CCOKNOB,  J.,  filed  a  dissent- 
ing opinion,  poH,  p.  666.  Rehnquist,  J.,  took  no  part  in  the  consider- 
siion  or  decision  of  the  case. 

Deputy  Assistant  Attorney  GemraL  Cooper  argued  the 
cause  for  petitioner.  With  him  on  the  briefs  were  Solid' yr 
General  Fried,  Assistant  Attorney  Gerieral  Reynolds,  Dep- 
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viy  Solicitor  General  Wallace,  Edwin  S.  Kneedler,  Brian  K. 
Landsbergf  and  Mark  L,  Gross. 

Richard  L.  Epstein  argued  the  cause  for  respondents 
American  Hospital  Association  et  aL  With  tim  on  the  brief 
were  Stuart  M.  Gerson,  William  G.  Kopit,  David  H.  Larry, 
and  Robert  W.  McCann.  'Benjamin  W.  Heineman,  Jr.,  ar- 
gued the  cause  for  respondents  American  Medical  Associa- 
tion et  aL  With  him  on  the  brief  were  Carter  G.  Phillips, 
Vincent  F.  Prada,  Newton  N.  Minow,  Jack  R.  Bimg,  Ann 
E.  Allen,  and  Joseph  A.  Keyes,  Jr.* 

JusncE  Stevens  announced  the  judgment  of  the  Court 
and  delivered  an  opinion,  in  which  Justice  Marshall,  Jus- 
tice Blackmun,  and  Justice  Powell  join. 

Hda  case  presents  the  question  whether  certain  regula« 
tions  governing  the  provision  of  health  care  to  handicapped 
infants  are  authorized  by  §5Gi  of  the  Rehabilitation  Act  of 
1S73.  That  section  provides,  in  part: 

•Brisfe  of  amid  curiae  lung^ng  reveraal  wei^  filed  for  the  American  As- 
sociation on  Mental  Deficiency  et  aL  by  James  W.  EUis  and  Ruth  A, 
Luckasson;  for  the  Anaeric»n  C^w  oT  Citizens  with  Disabilities  et  al. 
by  Thomas  K.  GHhool,  Frank  J.  Laski,  Mkhael  ChurckiU,  and  Timothy 
M.  Cook;  fimr  the  Assodaion  for  Retarded  Citizens  of  the  Umted  States  et 
aL  by  Martin  H:  Gerry;  for  the  Disability  Righto  Education  &  Dcf'*  jse 
Fund,  Inc.,  et  aL  by  Barbara  M.  Milstein;  fcsr  the  Rutherford  Institute  et 
aL  by  W.  Charier  Bundren,  Guy  0.  Farley,  Jr.,  James  J.  KTiicely,  John 
W.  Whitehead,  Thomas  0.  Kotoue,  WendeU  R.  Bird,  and  WUliam  B. 
HoUberg;  for  Cw^ton  Johnaon  by  Jarrus  Bopp,  Jr.,  and  Thomas  J, 
Morzen;  and  for  David  G.  McLone,  M.  D.,  et  aL  by  Dennis  J.  Hmxin, 
Victor  G.  Rosenblum,  Edward  R.  Grant,  and  Maura  K.  Quintan. 

Briefe  of  onttci  airise  ui^ging  affirmance  ware  filed  for  the  American 
Academy  of  Pediatrics  e>  aL  by  Stephen  E.  LawUm,  Jack  N.  Goodman, 
and  John  A.  Hodges;  for  the  State  Umveraity  of  Nevt  Yoric  by  Robert 
Abrams,  Atton>ey  General  of  Nc?r  "i  oric,  RobeH  Hermann,  Solicitor  Gen- 
eral, Frederick  K.  Mehlman,  Stanley. A.  Camhi,  Paut  M.  Glickman, 
Donna  Miller,  Martha  0.  Shoemaker,  and  Jane  Levine,  Assistant  Attor- 
neys General,  and  Sanford  H.  Levine;  and  for  George  P.  Smith  II,  pro  se. 

James  Bopp,  Jr.,  filed  a  brief  for  Senator  Orrin  G.  Hatch  et  al.  as  amid 
curiae. 
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'*No  otherwise  qualified  handicapjs^d  individual  .  .  . 
shall,  solely  by  reason  of  lis  handicap,  be  excluded  from 
the  participation  in,  be  denied  the  benefits  of,  or  be  sub- 
jected to  discrimination  under  any  program  or  activity 
receiving  Federal  financial  assistance."  87  Stat.  394, 29 
U.  S.  C.  §794.' 

I 

The  American  Medical  Association,  the  American  Hospital 
Association,  and  several  other  respondents*  challenge  the 
validity  of  Final  Rtdes  promulgated  on  Jan'oary  12, 1984,  by 
the  Secretary  of  the  Department  of  Health  and  Human  Serv- 
ices.' These  Rules  establish  "Procedures  relating  to  health 
care  for  handicapp^  in&nts,''  and  in  particular  require  the 
posting  of  informational  notices,  authorize  expedite  access 
to  records  and  expedited  compliance  actions,  and  command 
state  child  protective  services  agencies  to  **prevent  instances 
of  unlaxvfui  medicaJ  neglect  of  Ka&idicapoed  infants.**  45 
CFR  554.^(1985). 

Although  the  Final  PuJes  comprise  six  parts,  only  the  four 
mandatory  components  are  challenged  here.^  Subsection  Ob) 


'  "Handicapped  individual"  is  defineoL  §  7(7XB)  of  the  Act,  as  tnx:nded, 
as  "any  person  vrho  (i)  has  a  physical  or  mental  impainnent  which  substan- 
tially limits  one  or  more  of  sudi  person's  rmior  Hfe  activities,  (ii)  ha^  a 
record  of  such  an  impairment,  or  @i)  is  L  egaxded  rs  having  such  an  impair- 
ment.^ fi2Stat  2&85,29U.S.  C.5706(7)(B). 

*The  respondents  include  the  Hospital  Association  of  New  Yoric  State, 
the  American  College  of  Obstetridans  and  Gynecologists,  the  Association 
of  American  Medical  CoU^es,  the  American  Academy  of  FamCy  Physi- 
daris,  and  certain  individual  physicians. 

»B1  ^.'^•^t  Heckler  occupied  the  position  of  Secretaiy  throui"  "ut  the 
rulenuL  ^  period.  On  DecervX^?^'  i3,  1^,  after  certiorari  ha/i  been 
granted.  Dr.  Otis  Bowen  assumed  that  position.  Despite  the  fkTt  that 
Dr.  Bowen  wa3  not  responsible  for  i/romulgation  of  the  Final  Rules,  for 
the  sake  of  continuity  our  refi^nce^  assuns  that  he  was.  For  ease 
of  reference  we  refer  to  the  Secretary,  the  Department,  and  HHS 
interchangeably. 

*In  subsecUon  (a)  the  Department  "encourages  each  redpient  heairh 
care  provider  that  proviiJw  health  care  services  to  infants"  tc  establish  aa 
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is  enUtied  'Testing  of  informational  notice"  and  requires 
every  *Vedpieht  health  care  provider  that  provides  health 
care  services  to  infants  in  programs  or  activities  receiving 


"Infant  Care  Review  Committee  (ICRQ**  to  assist  in  the  development  of 
treatment  standards  for  handicapped  infants  and  to  provide  assistance  in 
making  individital  treatment  decisions.  45  CFR  J  84.&5(a)  (1985).  In  sub* 
section  (f),  the  Department  describes  its  version  of  a  model  ICRC. 

Subsection  (f )  also  provides  that  ^tjhe  activities  of  the  ICRC  will  be 
guided  by . . .  [tihe  interpreUtive  guidelines  of  the  Department^*  45  CFR 
§84.55(fXlXiiXA)  (1985).  These  guidelines,  which  are  "illustrative'*  and 
"do  not  independently  establish  rules  of  conduct,**  pt.  84,  appendix  C,  1  (a), 
set  fcirth  the  Department's  interpretation  of  S  504.  Although  they  do  not 
contain,any  definiti;m  of  "discrimination,**  they  do  state  that  §504  ?/^not 
^plicable  to  parents  and  that  the  regulation  applies  to  only  two  cate;^  *^es 
of  activities  of  hospitals:  (1)  refusals  to  provide  treatment  or  nourishinsnt 
to  handicapped  in&nts  whose  parents  have  consented  to,  or  requested, 
sudi  treatment;  and  (2)  the  faflure  or  refusal  to  take  action  to  override  a 
parental  dedsion  to  withhold  consent  for  medically  beneficial  treatment  or 
nourishment  With  respect  to  the  second  category,  the  guidelines  state 
that  the  hospital  may  not  "solely  on  the  basis  of  the  infant's  present  or 
anticipated  ^ure  mental  or  physical  impairments,  fail  to  follow  applicable 
procedures  on  reporting  such  incidents  to  the  child  protective  services 
agency  or  to  seek  judicial  review.**  45  CFR  pt  84,  appendix  C,  %  (a)(4) 
(1985). 

With  respect  to  the  first  category,  the  guidelines  do  not  state  that  S  604 
categoricaUy  prohibits  a  hospital  from  witliholding  requested  treatment  or 
nourishment  "solely  on  the  basis  of  present  or  anticipated  physical  or  men- 
tal impairments  of  an  infant**  45  CFR  pt  84,  appendix  C,  KaXl). 
Rather,  the  substantive  gitidelines  and  two  of  the  illustrative  examples 
recognize  that  the  etiology  of  and  prognosis  for  particular  handicapping 
conditions  may  justify  "a  refusal  to  treat  solely  on  the  basis  of  those  handi* 
capping  conditions.**  1(aX2)  (§504  does  not  require  "futile  treatment**); 
1(aX5Kiii)  (5504  does  not  require  treatment  of  anencephaly  because  it 
would  "do  no  more  than  temporarily  prolong  the  act  of  dying*0;  1(aXiv) 
(same  with  severely  premature  and  low  birth  weight  infSants).  In  general, 
thi*  guidelines  seem  to  make  a  hospital's  liability  under  S  604  dependent 
<proof  that  (1)  it  rtZised  to  provide  requested  treatment  or  nourish- 
ment solely  OR  the  bas4S  of  an  irJant's  handicapping  condition,  and  (2)  the 
treatment  or  nourishment  would  have  been  medically  beneficial.  See 
«(aXlW3),  (5). 

The  guidelines  also  describe  hov/  HHS  will  respond  to  "complaints  of  sue- 
pected  life  threatening  noncompliance**  with  §  504  in  this  context,  progress- 
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Federal  financial  at^sistance"— a  group  to  which  we  refer  ge- 
nerically  as  "hospitals"— to  post  an  informational  notice  in 
one  oftwo  approved  forms.  45  CFR  §  84.55(b)  (1985).  "Toth 
forms  mclude  a  statement  that  §504  prohibits  discrimination 
on  the  basis  of  handicap,  and  indicate  that  because  of  this  pro- 
hibition ^^nourishment  and  medically  beneficial  treatment  (as 
determined  with  respect  for  reasonable  medical  judgments) 
should  not  be  withheld  from  handicapped  infants  solely  on  the 
basis  of  their  present  or  anticipated  mental  or  physical  im- 
pairments." 45CFR§§84.55(b)(3),(4)(1985).  Tlie  notice's 
statement  of  the  legal  requirement  does  not  distinguish  be- 
tween medical  care  for  which  parental  consent"has  beeii  ob- 
tained and  that  for  wliich  it  has  not.  The  notice  must  iden- 
tify the  telephone  number  of  the  appropriate  child  protective 
services  agericy'and,  in  addition,  a  toll-free  number  for  the 
Department  that  is  available  24  hours  a  day.  Ibid.  Finally, 
the  notice  must  stace  that  the  'Identity  of  callers  will  be 
kept  confidential"  and  that  federal  law  prohibits  retaliation 
"against  any  person  who  provides  information  about  possible 
violatioris."  Jbid. 

Subsection  (c),  which  contains  the  second  mandatory 
requirement,  sets  forth  "Responsibilities  of  recipient  state 
child  protective  services  agencies."  Subsection  (c)  does  not 
mention  §  504  (or  any  other  federal  statute)  and  does  not  even 
use  the  word  "discriminate."  It  requires  every  designated 
agency  to  establish  and  maintain  procedures  to  ensure  that 


ing  from  telephone  inquiries  to  the  hospital  to  obtain  infonnation  about  the 
condition  of  the  infant,  to  rcqueati  for  access  to  records,  and  finally  to  on- 
z^*je  investigations  and  litigation  In  appropriate  case^.  1  (b).  The  guide* 
lines  do  not  draw  any  distinction  between  cases  in  which  parental  consent 
has  been  withheld  and  tiK»e  in  which  it  has  been  given.  Nor  do  they  draw 
any  distinction  between  case«ih  wlndt  hospitals  have  made  a  report  of  pa- 
rental refiisal  to  consent  to  treatment  and  those  in  which  no  report  to  a 
state  agency  has  been  made.  They  do  announce  that  the  "Department  will 
also  seek  to  coordinate  its  investigation  with  any  related  investigations  by 
the  state  child  protective  services  agency  so  as  to  minimize  potential  dis- 
ruption,** 1  (bK4),  indicating  that  the  Department's  investigations  may  con- 
tinue even  in  cases  that  have  previously  been  referred  to  a  state  agency. 


616 


OCTOBER  TERM,  1985 


Opinion  of  Stevens,  J.  476  U.  S. 

"the  agency  utilizes  its  M  authority  pursuP  ut  to  state  law  to 
prevent  Instances  of  unlawful  medical  neglect  of  handicapped 
Jnj&mts."  45  CFR§  84.55(c)(1).  Mandated  procedures  miist 
include  (1)  "[a]  requirement  that  health  care  providers  report 
on  a  timely  basis . . .  known  or  suspected  instances  of  unlaw- 
ful medical  neglect  of  handicapped  infants,"  §84.55(c)(l)(i); 
(2)  a  method  by  which  the  state  agency  can  receive  timely  re- 
ports of  such  cases,  §84:55(c)(l)(ii);  (3)  'Immediate"  review  of 
those  reports,  including  "on-site  investigation,"  where  appro- 
priate, §  84.55(c)(l)(iii);  (4)  protection  of  **medically  neglected 
handicapped  infants"  including,  where  appropriate,  legal 
action  to  secure  "timely  court  order[s3  to  compel  the  pro- 
vision of  necessary  nourishment  and  medical  treatment," 
§84.55(cKl)(iv);  and  (6)  ***[f]imely  tx)tification"  to  HHS  of 
every  report  of  "suspected  Uidawful  medical  neglect"  of 
handicapped  infants.  The  preamble  to  the  Final  Rules 
makes  clear  that  this  subsection  applies  "where  a  refusal  to 
provide  medically  beneficial  treatment  is  a  result,  not  of  deci- 
sions by  a  health  care  provider,  but  of  decisions  by  parents." 
49  Fed.  Reg.  1627  (1984). 

The  two  remaining  mandatory  regulations  authorize  **[e]x- 
pedited  access  Ito  records"  and  "[e]xpedited  action  to  effect 
compliance."  46  CFR  §§ 84.55(d),  (e)  (1985).  Subsection  (d) 
provides  broadly  for  immediate  access  to  patient  records  on  a 
24-hour  basis,  with  or  without  parental  consent,  *Svhen,  in 
the  judgment  of  the  responsible  Depr^ment  official,  immedi- 
ate access  is  necessary  to  protect  the  life  or  health  of  a  handi- 
capped individual."  §  84.65(d).  Subsection  (e)  likewise  dis- 
penses with  otherwise  applicable  requirements  of  notice  to 
the  hospital  '*when,  in  the  judgment  of  the  responsible  De- 
partment official,  immediate  action  to  effect  compliance  is 
necessary  to  protect  the  life  or  health  of  a  handicapped  indi- 
vidual'^ §84.5^e).  The  expedited  compliance  provision  is 
intended  to  allow  '*the  government  [to]  8ee[k]  a  temporary 
restraming  order  to  sustain  the  life  of  a  handicapped  infant  in 
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imminent  danger  of  death/"^  49  Fed.  Reg.  1628(1984).  Like 
the  provision  affording  expedited  access  to  records,  it  applies 
without  regard  to  whether  parental  consent  to  treatment  has 
been  withheld  or  whether  the  matter  has  already  been  re- 
ferred to  a  state  child  protective  services  agency. 

II 

The  Final  Rules  represent  the  Secretary's  ultimate  re- 
sponse to  an  April  9,  1982,  incident  in  which  the  parents  of 
a  Bloomington,  Indiana,  infant  with  Down's  syndrome  and 
other  handicaps  refused  consent  to  surgery  to  remove  an 
esophageal  obstruction  that  prevented  oral  feeding.  On 
April  10,^e  hospital  initiated  judicial  proceedings Jto  over- 
ride the  parents'  decision,  but  an  Indiana  trial  court,  after 
holding  a  hearing  the  same  evening,  denied  the  requested  re- 
lief. On  April  12  the  court  asked  the.local  Child  Protection 
Committee  to  review  its  decision.  After  condrctiiig  its  own 
hearing,  the  Committee  found  no  reason  to  disijjree  with  the 
court's  ruling.*  The  iriant  died  six  days  after  its  birth. 

Citing  "heightened  public  concern"  in  the  aftermath  of  the 
Bloomington  Baby  Doe  incident,  on  May  18, 1982,  the  direc- 
tor of  the  Department's  Office  of  Civil  Rights,  ,  in  response  to 
a  directive  from  the  President,  '*remind[ed]''  health  care  prt>- 
viders  receiving  federal  finahdd  assistance  that  newborn  in- 


*  At  the  instance  of  the  local  prosecutor,  the  Indiana  courts  on  April  13 
held  another  hearing  r>t  which  the  court  concluded  that  ''Baby  Doe**  had  not 
been  leglected  under  Indiana's  Child  in  Need  of  Services  stetute.  Addi- 
tional attempts  to  seek  judicial  intervention  were  rebuffed  the  same  day. 
On  the  following  day,  the  Indiana  Court  of  Appeab  denied  a  request  for 
an  immcdiaie  hearing.  In  re  Ivfani  Doe,  No.  GU  8204-004A  (Monroe 
County  Cir.  Ct ,  Apr.  12, 1^).  The  Indiana  Supreme  Court,  by  a  vote  of 
3  to  1,  i^ected  a  petition  for  a  writ  of  mandamus.  State  ex  rel.  I nfani  Doe 
V.  Baker,  No.  482  S 140  (May  27, 1582).  The  infant  died  while  a  stay  was 
being  sought  in  this  Court,  and  we  subsequently  denied  certiorari,  l-nfani 
Doe  V.  Bloomington  Hotspxtat,  464  U.  S.  961  (1983). 
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fonts  with  handicaps  such  as  Down's  syndrome  were  pro- 
tected by  §504.  47  Fed.  Reg.  26027  (1982).« 

This  notice  was  followed,  on  March  7, 1983,  by  an  "Interim 
Final  Rule"  contemplating  a  "vigorous  federal  role."  48 
Fed.  Reg.  9630.  The  Interim  Rule  required  health  care  pro- 
viders receiving  federal  financial  assistance  to  post  "in  a  con- 
spicuous place  in  each  delivery  ward,  each  maternity  ward, 
^ich  pediatric  ward,  and  each  nursery,  including  each  inten- 
sive care  nursery*'  a  notice  advising  of  the  applicability  of 
§504  and  the  availability  of  a  telephone  "hotline"  to  report 
suspected  violations  of  the  law  to  HHS.  Id, ,  at  9631.  Like 
the  Final  Rule8,-the  Interim  Rule  also  provided  for  expedited 
compliance  actions  and  expedited  access  to  records  and  facili- 
ties when,  "in  the  judgment  of  the  responsible  Department 
official,"  immediate  action  or  access  was  Necessary  to  pro- 
ttect  the  life  or  health  of  a  handicapped  individual."  Id.,  at 
9632.  The  Interim  Rule  took  effect  on  March  22. 

On  AprU  6, 1983,  respondents  American  Hospital  Associa- 
tion et  al.  filed  a  complaint  in  the  Federal  District  Court  for 
the  Southern  District  of  New  York  seeking  a  declaration  that 
the  Interim  Final  Rule  was  invalid  and  an  ir\junction  against 
its  enforcement.  Little  more  than  a  week  later,  on  April  14, 
in  a  similar  challenge  brought  by  the  American  Academy  of 
Pediatrics  and  other  medical  institutions,  the  Federal  Dis- 
trict Court  for  the  District  of  Columbia  declared  the  Interim 
Final  Rule  "arbitrarj'  and  capricious  and  promulgated  in  vi- 
olation of  the  Administrative  Procedure  Act."  American 
Academy  of  Pediatrics  v.  Heckler,  561  F.  Supp.  395,  404 
(1983).  The  District  Judge  in  that  case  "conclude[d]  that 
haste  and  inexperience  ha[d]  resulted  m  agency  action  based 
on  inadequate  consideration"  of  several  relevant  concerns 


♦The  notiCv  maintained  that  hospitals  would  violate  §504  if  they  "al- 
low[ed]  [anl  infant"  to  remain  in  their  care  after  "the  infant's  parents  or 
guardian  {h  j  withheld  consent  to]  treatment  or  nourishment  discrimina- 
torily.**  47  Fed.  Reg.  26027  (1982).  The  Secretary  no  longer  subscribes 
to  this  reading  of  the  stotute.  See  49  PV  Reg.  1631  (1984). 
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and,  in  the  alternative,  found  that  the  Secretary  had  improp- 
erly failed  to  solicit  public  comment  before  issuing  the  Rule. 
Id,,  at  399-401. 

On  July  5,  1983,  the  Department  issued  new  "Proposed 
Rules"  on  which  it  invited  comment.  Like  the  Interim  Final 
Rule,  the  Proposed  Rules  required  hospitals  to  post  informa- 
tional notices  in  conspicuous  places  and  authorized  expedited 
access  to  records  to  be  followed,  if  necessary,  by  exp<^dited 
compliance  action.  48  Fed.  Reg.  30851.  In  a  departure 
from  the  Interim  Final  Rule,  however,  the  Proposed  Rules 
required  federally  assisted  state  child  protective  services 
agencies  to  utilize  their  "full  authority  pursuant'  to  State 
law  to  prevent  instances  of  medical  neglect  of  handicapped 
infants."  Ibid,  Mandated  procedures  mirrored  tbo^o  con- 
tained in  the  Final  Ilules  desci'ibed  above.  Ibtd,  The 
preamble  and  appendix  to  the  Proposed  Rules  did  not  ac- 
knowledge that  hospitals  and  physicians  lack  authority  to 
perform  treatment  to  which  parents  have  not  given  their 
consent' 


Mn  explaining  the  need  for  the  Proposed  Rules,  the  preamble,  although 
mentioning  *'parental  rights  over  their  children,"  insisted  that  physicians' 
"acquiescence  in  nontreatment  of  Down's  children  is  apparently  because  of 
the  handicap,"  rather  than,  it  must  be  supposed,  lack  of  parental  com  ent. 
48  Fed.  Reg.  30848  (1983). 

The  effect  of  parental  nonconsent  was  not  even  mentioned  in  the  appen- 
dix to  the  Proposed  P.iiles.  That  section,  which  set  forth  the  Depart- 
ment's view  of  nhe  manner  in  which  Section  604  applies  to  the  provision  of 
health  care  services  to  handicapped  infants,"  id,,  at  30851,  declared  that 
5504  mandated  "the  basic  provision  of  nourishment,  fluids,  and  routine 
nursing  care.'*  /d.,  at  30852.  The  provision  of  sustenance,  according  to 
the  Department,. was  "not  an  option  for  medical  judgment."  Ibid,  Thus, 
"le]ven  if  a  handicapped  infant  faces  imminent  and  unavoidable  death,  no 
health  care  proWder  should  take  upon  itself  to  cause  death  by  starvation  or 
dehydration."  Ibid, 

In  addition  to  its  unqualified  endorsement  of  nourishment  as  required  by 
§504,  the  appendix  announced  that  "[a]ny  decision  not  to  correct  intestinal 
atresia  in  a  Down's  Syndrome  child,  unless  an  additional  complication  med- 
ically warrants  such  decision,  must  be  deemed  a  denial  of  services  based  on 
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After  the  period  for  notice  and  comment  had  passed,  HHS, 
on  December  30, 1983,  promulgated  the  Final  Rules  and  an- 
nounced that  they  would  take  effect  on  Fe'-niary  13,  1984. 
On  March  12  of  that  year  respondents  American  Hospital  As- 
sociation et  al.  amended  their  complaint  and  respondents 
American  Medical  Assochtion  et  al.  filed  suit  to  declare  the 
new  regulations  invalid  and  to  enjoin  their  er't^ment. 
The  actions  were  consolidated  in  the  Federal  Di'     it  Court 
for  the  Southern  District  of  New  York,  which  awiirded  the 
r^Jjaested  relief  on  the  authority  of  the  decision  of  the  United 
States  Court  of  Appeals  for  the  Second  Circuit  in  United 
■  Siates  v.  University  Hospital,  729  F.  2d  144  (1984).  Ameri- 
can Hospital  Assn.  V.  Heckler,  585  F.  Supp.  541  (1984);  App. 
-to  Pet.  for  Cert.  50a.  On  appeal,  the  parties  agreed  that  the 
reasoning  of  the  Court  of  Appeals  in  University  Hospital,  if 
vaUd,  required  a  judgment  against  the  Government  in  this 
case;*  In  accordance  with  its  earlier  decision,  the  Court  of 
Appeals  summarily  affirmed  the  District  Court.  694  F.  2d 
676  (1984).  Since  the  judgment  here  thus  rests  entirely  on 
the  reasoning  of  University  Hospiial,  it  is  appropriate  to  ex- 
amine that  ca<je  now. 

Ill 

On  October  11, 1983,  after  the  Department's  Interim  Final 
Rule  had  been  declared  invalid  but  before  it  had  promulgated 
the  Final  Rules  challenged  here,  a  child  with  multiple  con- 
genital defects  known  as  "Baby  Jane  Doe"  was  bom  in  Long 

the  handiaip  of  Down's  SyncUome.  The  same  reasonin'-  applies  to  a  case 
of  Down's  Syndrome  (infant]  with  esophogeal  atresia,  an.  "je  denial  of  sur- 
gery to  correct  atresia."  Ibid,  (emphasis  added).  Thv  department  did 
not  discuss  the  relevance  of  parental  nonconsent  to  the  hospital's  treatment 
obligation  under  5  604,  presumably  because  it  was  irrelevant  given  its  un- 
derstanding of  the  provision  at  that  time. 

'Indeed,  althouj^  the  Government  Vxlk  an  appeal  tnm  the  District 
Court's  judgment,  it  filed  a  motion  for  summary  disposition  after  the  Court 
of  Appeals  demed  its  motion  for  initial  consideration  en  banc.  Its  motion 
expressly  acknowledged  that  an  affirmance  was  compelled  by  the  decision 
in  UnivenUy  HospiUd. 
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Island,  New  York,  and  was  promptly  transferred  to  Univer- 
sity Hospit- J  for  corrective  surgery.  After  consulting  with 
physicians  and  other  advisers,  the  parents  decid'i  to  forgo 
corrective  surgeiy  that  was  likely  to  prolong  the  child's  hfe, 
but  would  not  improve  many  of  her  handicapping  conditions. 

On  October  16, 1983,  an  unrelated  attorney  named  Wash- 
bum  ffled  suit  in  the  New  York  Supreme  Court,  seeking  the 
appointment  of  a  guardian  ad  litem  for  the  infant  who  would 
direct  the  hospital  to  perform  the  corrective  surgery.  The 
trial  court  granted  tiiat  r^ilief  on  October  20,  but  was  re- 
versed the  following  day  by  the  Appellate  Division  which 
found  that  the  "concededly  concerned  and  loving  parents 
ht«i  "chosen  one  course  of  appropriate  medical  treatment 
over  another"  and  made  an  informed-decision  that  was  "in  the 
best  interest  of  tiie  infant."  Weber  v.  Stony  Brook  Hospital, 
95  App.  Div.  2d  587,  589,  467  N.  Y.  S.  2d  685,  687  (per 
curiam).  On  October  28,  the  New  York  Court  of  Appeals 
affirmed,  but  on  the  ground  tiiat  tiie  trial  court  should  nci 
have  entertained  a  petition  to  initiate  child  neglect  proceed- 
ings by  a  stranger  who  had  not  requested  the  aid  of  the 
sponsible  state  agency.  Weber  v.  Stony  Brook  Hosp^l,  60 
iT Y.  2d  208,  211-213,  456  N.  E.  2d  1186,  1187-1188  (per 

curiam). 

While  the  state  proceedings  were  m  progress,  on  October 
19,  HHS  received  a  complaint  from  a  "private  citizen"  that 
Baby  Jane  Doe  was  being  discriminatorily  denied  medically 
indicated  treatment.  HHS  p^-omptly  re<  ed  this  complaint 
to  the  New  York  State  Child  Protective  Service.  (The 
agency  investigated  the  charge  of  medical  neglect  and  soon 
thereafter  concluded  that  there  was  no  cause  for  state  inter- 
vention.) In  tiie  meantime,  before  the  State  Child  Protec- 
tive  Service  could  act,  HHS  on  October  22,  1983,  made  re- 
peated requests  of  tiie  hospital  to  make  its  records  available 
for  inspection  in  order  to  determine  whether  tiie  hospital  was 
in  compliance  with  §  504.  The  hospital  refused  the  requests 
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and  advised  HK3  that  the  parents  had  not  consented  to  a 
release  of  the  records. 

Subsequently,  on  November  2, 1983,  the  Government  fUed 
suit  in  Federal  District  Court  invoking  its  general  authority 
to  enforce  §504  and  45  CFR  §84.61  (1985),  a  regulation 
broadly  authorizing  access  to  information  necessary  to  ascer- 
tain compliance,  'fhe  District  Court  allowed  the.parents  to 
intervene  as  defendants,  expedited  the  proceeding,  and  ruled 
against  the  Government.  It  reasoned  that  the  Government 
had  no  ri^t  of  access  to  information  because  the  record 
clearly  established  that  the  hospital  had  not  violated  the  stat- 
ute. United  States  v.  Universiiy  Hospital,  State  Vniv,  of 
N.  Y.  at  Stony  Bwok,  575  F.  Supp.  607, 614  (EDNY).  Since 
the  uncontradicted  evidence  established  that  the  hospital 
"ha[d]  at  all  times  been  willing  to  perform  the  surgical  proce- 
dures in  question,  if  only  the  parents . . .  would  consent,"  the 
hospital  "failed  to  perform  the  sui^cal  procedures  in  ques- 
tion, not  because  Baby  Jane  Doe  [wa]s  handicapped,  but 
because  her  parents  ha[d]  refused  to  consent."  Ibid. 

The  Court  of  Appends  affirmed.  In  an  opinion  handed 
down  on  February  23,  1984,  six  weeks  after  •  xomulgation 
of  the  Final  Rules,  it  agreed  with  the  DrMct  Court  that 
''an  agency  is  not  entitled  to  information  sought  in  an  investi- 
gation that  'overreaches  the  authority  Congress  has  given."' 
729  F.  2d,  at  150  (quoting  Oklahoma  Press  Publishing  Co.  v. 
WaUing,  327  U.  S.  186,  217  (1946)).  It  f^er  held  that 
although  Baby  Jane  Doe  was  a  'Tiandicapped  mdividual,"  .she 
was  not  "otherwise  qualified"  within  the  meaning  of  §504 
because  "where  medical  treatment  is  at  issue,  it  is  typically 
the  handicap  itself  that  gives  rise  to,  or  at  least  contributes  to 
the  need  for  services";  as  a  result  "the  'otherwise  qualified' 
criterion  of  section  504  cannot  be  meaningfully  applied  to  a 
medical  treatraent  decision.^*  729  F.  2d,  at  156.  For  the 
same  reason,  the  Court  of  Appeals  rejected  the  Crovem- 
ment's  argument  that  Baby  Jane  Doe  had  been  "subjected  to 
discrimination"  under  §604:  "Where  the  handicapping  condi- 
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tion  is  related  to  the  condition(s)  to  be  treated,  it  will  rarely, 
if  ever,  be  possible  to  say  with  certamty  that  a  particular 
decision  was  'discmiinatory'.''  Id.,  at  157.  The  difficulty 
of  applying  §S04  to  individual  medical  treatment  decisions 
confirmed  the  C!curt  of  Appeals  in  its  view  that  "[CJongress 
never  contemplated  that  section  504  of  the  Rehabilitation  Act 
would  apply  to  treatment  decisions  involving  defective  new- 
bom  infants  when  the  statute  was  enacted  in  1973,  v/hen  it 
was  amended  in  1974,  or  at  any  subsequent  time."  /d.,  at 
161.  It  therefore  rejected  *the  far-reaching  position  ad- 
vanced by  the  government  in  this  case"  and  concluded  that 
until  Congress  had  spoken,  *1t  would  be  an  imwarranted  ex- 
ercise of  judicial  power  to  approve  the  type  of  investigation 
that  ha[d]  precipitated  this  lawsuit."  Ibid. 

Judge  Winter  dissented.  He  pointed  out  that  §504  was 
patterned  after  §  601  of  the  Civil  Rights  Act  of  1964,  which 
prchilnts  discrimination  on  the  basis  of  race  in  federally 
fimded  programs,  and  asserted  that  a  refusal  to  provide  med- 
ical treatment  because  of  a  person's  handicapping  condition  is 
as  clearly  covered  by- §504  as  a  refusal  based  on  a  person's 
race  is  covered  by  §601: 

"A  judgment  not  to  perform  cert^n  surgery  because  a 
person  is  black  is  not  a  bona  fide  medical  judgment.  So 
too,  a  decision  not  to  correct  a  life  threatening  digestive 
T?roblem  because  an  infant  has  Down's  Syndrome  is  not  a 
bona  fide  medical  judgment.  The  issue  of  parental  au- 
thority is  also  quickly  disposed  oil  A  denial  of  medical 
treatment  to  an  infant  becaxise  the  infant  is  black  is  not 
legitimated  by  parental  consent.**  Id.,  at  162. 

The  Gover  ment  did  not  file  a  certiorari  petition  in  Univer- 
sdy  HcsrntcU.  It  did,  however,  seek  review  of  the  judgment 
in  this  case.  We  granted  certiorari,  472  U.  S.  1016  (1985), 
and  we  now  affirm. 
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IV 

The  Solicitor  General  is  correct  that  'Tiandicapped  individ- 
ual" as  used  in  § 504  includes  an  infant  who  is  bom  with  a  con- 
genital defect.  K  such  an  infant  is  "otherwise  qualified"  for 
benefits  under  a  program  or  activity  receiving  federal  finan- 
cial assistance,  §  504  protects  him  fix)m  discrimination-^^solely. 
by  reason  of  his  handicap.''*  It  follows,  nnder  our  decision 
in  Alexander  v.  C/ioate,  46S  U.  S.  287,  301  (1985),  that 
handicapped  infants  are  entitled^^to  "meaningful  access"^  to 
medical  services  provided  by  hospitals,  and  that  a  hospital 
rule  or  state  policy  denying  or  limiting  such  access  would  be 
subject  to  ch^enge  under  §  504. 

However,  no  such  rule  or  policy  is  challenged,  or  indeed 
has  been  identified,  in  this  case.  Nor  does  this  case,  in  con- 
trast to  the  Univemly  Hospital  litigation,  involve  a  claim 
that  any  specific  individual  treatment  decision  violates  §504. 
This  suit  is  not  an  enforcement  action,  and  as  a  consequence 
it  is  not  necessary  to  determine  whether  §  504  ever  applies  to 
individual  medical  treatment  decisions  involving  handicapped 
infants.  Respondents  brought  this  litigation  to  challenge  the 
four  mandatory  components  of  the  Final  Rules  on  their  face,*'* 
and  the  Court  of  Appeals'  judgment  wMch  we  review  merely 
affirmed  the  judgment  of  the  District  Comt  which  "declared 
invalid  and  eiyoined  enforcement  of  [the  final]  regulations. 


•As  the  cjse  comes  to  us,  we  have  no  reason  to  review  the  Court  of  Ap- 
peals' assumption  that  the  provision  of  health  care  to  infants  in  hospitals 
receiving  Medicare  or  Medicaid  payments  is  a  part  of  a  "Tirogram  or  activ- 
ity receiving  Federal  financial  assistance.**  See  Consolidated  RaU  Corp. 
V.  Darrone,  466  U.  S.  624,  635-636  (1984). 

**See,  e.g..  Brief  in  Opposition  for  Respondents  American  Medical 
Assn.  etal.  7-8,  n,  8;  Record,  Doc  No.  4,  Memorandum  of  Points  and 
Authorities  in  Support  of  Plaintiffs'  Motion  for  Preliminary  Injunction  12 
C*The  Final  Regulation  which  is  challenged  in  this  action  contains  four  man- 
datory provisions'*  (dUtions  omitted));  id.,  at  28  ("After  UnivemiyHo^' 
ec  •  . . .  must  M  all  of  the  mandatory  obligations  imposed  by  the  Fmal 
Reguiation'O.  Cf.  App.  138-140  (compMnt  of  American  Medical  Associa- 
tion et  al.). 
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purportedly  promulgated  pursuant  to  3ectiorr504  of  the^Re- 
habilitation  Act  of  1973,  29  U.  S.  C.  §794  (1982).''  App.  to 
Pet.  for  Cert.  2a."  The  specific  question  presented  by  this 


"  It-is  true  that  the.District,C7urt,,in  addition  to  declaring  *W^e  Final 
Regulation. .  .invaUd  and  unlawtid  as  exceeding"  §504  and  ci^i^ 
-tioncr-from-«any-ftirther-implementation^6f:tKe:F^ 
declared  invalid  and  enjoined  "[ajny  other  actions"  of  the  Secretary  **t^  reg- 
ulate treatment  involving  impidred  newborn  infants  taken  under  authority 
of  Section  604,  including  currentiy  pending  investigation  and  other  enforce- 
ment actions."  App.toPet.fprCert61a.  IWs  language  must,  however, 
be  given  a  limited  constructio..   The  complaints  in  this  case  did  not  chal- 
lenge the  Department's  authority  to  regulate  aU  treatment  dedsons,  but 
invre  precisely  the  mandatoiy  provisions  of  the  Final  Rules  and  enforce- 
mcnt  activity  along  those  lines  but  undertaken  pursuant  to  the  Depart- 
mwit's  "ge-^  authority"  to  enforce  §  504,  as  occurred  in  the  Univmi^ 
Hospital  litigation  and  in  41  of  the  49  M-scale  investigations  conducted  by 
the  Secretary  up  to  that  point  in  time.   See  App.  138-139  (complaint 
of  American  Medical  Assodation  et  al.);  icL,  at  146  (sanve);  id.,  at  159  (com- 
plaint of  American  Hosintal  Assodation  et  aL).  See  also  Record,  Doc  No. 
4,  Memorandum  of  Points  and  Authorities  in  Support  of  Plaintiffs'  Motion 
for  Preliminary  Injunction  10-11.  From  these  plewiings,  the  0)urt  of  Ap- 
p^  apparentiy  interpreted  the  District  (>)urt'8  use  of  the  word  "any"  to 
forbid  "[alny  other  actions"  resembling  the  "currentiy  pending  investiga- 
tion and  other  enforcement  actions"  spedfied  in  the  iiyunction,  App.  to 
Pet.  for  Cert  61a,  rather  than  all  poewble  regulatory  and  investigative 
activity  that  might  involve  the  provision  of  health  care  to  handicapped 
infants.  Thus,  as  will  become  dear  from  our  iinalysis  of  the  Final  Rules 
below,  the  injimction  forbids  continuation  or  initiation  of  regulatory  and 
investigative  activity  directed  at  instances  in  which  parents  have  refused- 
consent  to  treatment  and,  if  the  Secretaiy  were  to  undertake  sudi  action, 
efforto  to  seek  compliance  with  affirmative  requirements  imposed  on  f  tate 
diild  protective  services  agendes.  "Because  of  the  rightiy  serious  view 
courts  have  traditionally  taken  of  violations  of  injunctive  orders,  and  be- 
cause of  the  severity  of  punishment  which  may  be  imposed  for  such  viola- 
tion," Pasadena  CUy  Bd.  of  Education  v.  Spangler,  42^1  U.  S.  424,  4^ 
(me):  see  Longshoremen  v.  Marine  Trade  Assn.,  389  U.  S.  64, 76  (1967); 
Gunn  V.  UniversUy  Commitlee,  399  U.  S.  383,  389  (1970),  the  Court  of 
Appeals  preperly  construed  the  District  Ck)urt'8  judgment  as  pertaining  to 
the  regulations  challenged  in  this  litigation  (and  enforcement  activity 
independent  of  the  Final  Rules  but  paraUeling  the  procedures  set  forth 
therein).  Cf.  Schmidt  v.  Lessard,  414  U.  S.  473,  477  (1974)  (per  curiam) 
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case,  then,  is  whether  the  four  mandatory  provisions  of  the 
Final  Rules  are  authorized  by  §£04. 

V 

It  is  an  axiom  of  tininistrative  law  that  an  agency's  ex- 
planation of  the  basis  for  its  decision  must  include  "a  ^rational 
connnection  between  the  facts  found  and  the  choice  madei"' 
Motor  Vehicle  Mfrs.  Assn.  vf  Stale  Farm  MtU.  Automobile 
Ins.  Co.,  463  U.  S.  29,  43  (1983)  (quoting  Burlington  Truck 
Lines,  Inc.  v.  United  States,  371  U.  S.  156,  168  (1962))." 
Agency  deference  has  not  come  so  far  that  we  will  uphold 
regulations  whenever  it  is  possible  to  "conceive  a  basis"  for 
administrative  action.  To  the  contrary,  the  **presumption  of 


(noting  desirability  of  precise  construction  of  injunction  orders  to  fadlitftte 
appellate  review).  It  is,  of  course,  the  Court  of  -^peals'  judgment  that 
we  are  called  on  to  review,  not  the  District  Court's.  See  Union  Paafic 
R.  Co.  V.  Chicago,  R.  I.  &  P.  R.  Co.,  1©  U.  S-  664, 693  (1896).  Cf.  Davis 
V.  Packard,  b  Pet  41, 49  (1832).  Accordin^y,  we  give  great  wei^t  to  the 
Court  of  Appeals'  construction  of  the  judgment  it  affirmed.  Cf.  United 
StaUs  V.  Colgate  &  Co.,  250  U.  S.  300,  301.-302  (1919).  For  purposes  of 
comparison,  the  dissent's  expansive  reading  of  the  judgment  is  supported 
neither  by  the  Court  of  Appeals  nor  1^  the  parties.  See  Brief  for  Re- 
spondents Ajnerican  Medical  Assn.  et  aL  14,  48,  n.  60.  Cf.  Brief  for 
Respondents  American  Hospital  Assn.  et  aL  4  (quoting  final  judgment  of 
the  District  Court).  In  view  of  the  &ct  that  we  affirm  Uiis  judgment 
on  reasoning  naarower  than  that  employed  by  the  lower  courts,  it  bears 
repetition  that  this  Court  •^views  judgments,  not  opinions.**  Chevron 
U.  S.  A.  Inc.  V.  Natural  Resources  Defense  Council,  Inc.,  467  U.  f  837, 
842  (1984).  See,  e.  g..  Black  v.  CiMer  Laboratories,  361  U.  S.  292,  297 
(1956);  /.  E.  RUey  Investment  Co.  v.  Commissioner,  311  U.  S.  66,  69 
(1940);  Williams  v.  Norris,  12  Wheat  117,  120  (1827);  McClung  v. 
SiUiman,  6  Wheat  698,  603  (1821). 

»  See  BaUimore  Gas  &  Electric  Co.  v.  Naturol  Resources  Defense  Coun- 
cU,  Inc„  462  U.  S.  87,  105-106  (1983);  Bornnan  Transportation,  Inc.  v. 
ArkanfoS'Best  Freight  System,  Inc.,  419  U.  S.  281,  286-286  (1974);  FTC 
V.  Sperry  &  Hutchinson  Co, ,  406  U.  S.  233, 249  (1972);  FPC  v.  United  Gas 
Pipe  Line  Co.,  393  U.  S.  71, 72-73  (1968)  (per  curiam);  Siegel  Co,  v.  FTC, 
327  U.S.  608, 613  (1946). 
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regularity  afforded  an  agency  in  fidfilling  its  statutory  man- 
date," is  not  equivalent  to  "the  wiinimum  rationality  a  statute 
must  bear  in  order  to  withstand  analysis  under  the  Due  Proc- 
ess Clause."  Motor  Vehicle  Mfrs.  Assn.  v.  State  Farm  Mut. 
Automobile  Ins.  Co.,  463  U.  S.,  at  43,  n.  9.  Thus,  thb  mere 
feet  that  there  is  ^'some  rational  basis  within  the  knowledge 
and  experience  of  the  [regulators],"  United  States  v. 
Carolene  Products  Co.,  304  U,  S.  144,  152  (1938)  (footnote 
omitted),  under  which  they  "might  have  concluded"  that  the 
regulation  was  necessary  to  discharge  their  statutorily  au- 
thorized mission,  Williamson  v.  Lee  Optical  Co.,  348  U.  S. 
483,  487  (1955),  will  not  suffice  to  validate  agency  decision- 
making. See  Industrial  Union  Dept.  v.  American  Petro- 
leum Inst,  448  U.  S,  607,  639-659  (1980)  (opmion  of  Ste- 
vens, J.);  Burlington  Truck  Lines,  Inc.  v.  United  States, 
371 U,  S  156, 169  (1962).  Our  recognition  of  Congress'  need 
to  vest  administrative  agencies  with  ample  power  to  asuist  in 
the  difficult  task  of  governing  a  vast  and  complex  industrial 
Nation  carries  with  it  the  correlative  responsibility  of  the 
agency  to  explain  the  rationale  and  factual  basis  for  its  deci- 
sion, even  though  we  show  respect  for  the  agency's  judgment 
in  both. 

Before  examining  the  Secretary's  reasons  for  issuing  the 
Final  Rules,  it  is  essential  to  understand  the  pre-existing 
state-law  framework  governing  the  provision  of  medical  care 
to  handicapped  infants.  In  broad  outline,  state  law  vests  de- 
cisional responsibility  in  the  parents,  in  the  first  instance, 
subject  to  review  iii  exceptional  cases  by  the  State  acting  as 
parens  patriae.^  Prior  to  the  regulatory  activity  cubninat- 


"The  basic  pattern  of  dedsionmaking  is  well  sunrnuirized  in  the  1983  re- 
port of  the  President's  Commission  for  the  Study  of  Ethical  Prooiems  in 
Medicine  and  Biomedical  and  Behavioral  Research: 

"TTie  paucity  of  directly  relevant  cases  makes  characterization  of  the  law 
in  this  area  somewhat  problematic,  but  certain  points  stand  out.  First, 
there  is  a  presumption,  strong  but  rebuttable,  that  parents  are  the  appro- 
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ing  in  the  Final  Rules,  the  Federal  Government  was  not  a 
participant  in  the  process  of  making  treatment  decisions  for 
nev^born  infants.  We  presume  that  this  general  framework 
was  familiar  to  Congress  when  it  enacted  §  504.  See  Cannon 
V.  University  of  Chicago,  441  U.  S.  677,  696-697  (1979).  It 
therefore  provides  an  appropriate  background  for  evaluating 
the  Secretary's  action  in  this  case. 

The  Secretary  has  identified,  two  possible  categories  of 
violations  of  §504  as  justifications  for  federal  oversight  of 
handicapped  infant  care.  First,  he  contends  that  a  hospital's 
refusal  to  furnish  a  handicapped  infant  with  medically  benefi- 
cial treatment  "solely  by  reason  of  his  handicap"  constitutes 
unlawful  discrimmation.  Second,  he  maintains  that  a  hospi- 
tal's failure  to  report  cases  of  suspected  medical  neglect  to  a 


priate  decisionmakers  for  Uieir  infents.  Traditional  law  concerning  Uie 
family,  buttresacd  by  Uie  emerging  constitutional  right  of  privacyi  protects 
a  substantial  range  of  discretion  for  parents.  Second,  as  persons  unable  to 
protect  themselves,  infants  fall  under  the  parens  patriae  power  of  the 
state.  In  the  exercise  of  this  authority,  the  state  not  only  punishes  par- 
ents whose  conduct  has  amounted  to  abuse  or  neglect  of  their  children  but 
may  also  supervene  parental  dedrions  before  thay  become  operative  to  en- 
sure that  the  dioices  made  are  not  so  detrimental  to  a  child's  interests  as  to 
amount  to  neglect  and  abuse. 

\  . .  [A]8  long  as  parents  choose  from  profi^onally  accepted  treatment 
options  the  choice  is  rarely  reviewed  in  court  and  even  less  firequently  su- 
pervened. The  courts  have  exercised  their  authority  to  appoint  a  guard- 
ian for  a  child  when  the  parents  are  net  a^ble  of  participating  in  the  deci- 
^onmaldng  or  when  Uiey  have  made  dedsions  that  evidence  substantial 
lack  of  concern  for  the  child's  interests.  Although  societal  involvement 
usually  occurs  under  the  auspices  of  govemmeittal  instrun^ntalities — such 
as  child  welfare  agenda  and  courts— the  American  legal  system  ordinarily 
relies  upon  the  piivate  initiati  ve  of  individuals,  rather  than  continuing  gov- 
ernmental supmision,  to  bring  the  matter  to  the  attention  of  legal  authori- 
ties*" Report,  at  212-214  (footnotes  omitted). 
This  summary  accords  with  the  Secretary's  imderstanding  of  the  state-law 
f^eworit,  at  least  in  other  contexts.  See  50  Fed.  Reg.  14880  (1985) 
(final  rile  implementing  Child  Abuse  Amendments  of  1984)  ("The  decision 
to  provide  or  withhold  medically  indicated  treatment  is,  except  *  ^-ighly 

(S     unusual  drcumstances,  made  by  the  parents  or  legal  guardian'O. 
vo 
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state  child  protective  services  agency  may  also  violate  the 
statute.  We  separately  consider  these  two  possible  bases 
for  the  Final  Rules." 


"Rather  than  address  these  issues,  the  dissent  would  remand  to  the 
Court  of  Appeals.  See  poaf,  at  656.  In  light  of  ite  willingness  to  address 
the  broader  hypothetical  question  whether  §  504  ever  authorizes  regulation 
of  medical  treatment  decisions— "even  if  the  judgment  below  were  limited 
to  invalidation  of  these  regulations,**  post,  at  650,  n.  4— it  comes  as  some- 
thing of  a  surprise  to  read  the  references  to  the  Solicitor  (kneral's  argu- 
ment that  "this  cUdm  in  its  current  form  is  not  property  in  the  cas^i** 
at  657,  n.  9.   The  procedural  objections  are  plidnly  without  substance. 
Respondents  AMA  et  al.  wdced  the  lack  of  factual  support  in  their  brief 
in  opposition  to  the  petition  for  certiorari.   See  Brief  in  Opposition  for 
Respondents  American  Medical  Association  et  p1.  20  ("First,  the  funda- 
mental problem  with  the  Secretar/s  position  is  that  it  is  based  on  a  situa- 
tion that  has  not  occurred— and  will  not  occur— in  real  life.  . . .  Not  sur- 
prisingly, the  Secfetaiy  dtes  no  case  where  [his  hypothetical  problem]  has 
occurred*');  id. ,  at  20-21;  td. .  at  26  ("B.  The  Secretaiy  Has  Shown  No  Prob- 
lem With  the  HUtoric  SUte  Uw  Framework  That  Warrants  Direct  Fed- 
eral Investigsf  ;n  and  Regulation**);  id.,  at  26-29.  The  Solicitor  General, 
although  respondmg  that  such  evidence  exists,  see  Reply  Memorandum  for 
P^4tioner  9,  did  not  raise  a  procedural  bar.  As  a  result,  the  objection  is 
waived.  See  OiWoAoma  Ci(y  v.  Tuttfe,  471 U.  S.  8(»,  816-816  (19^^^  Al- 
though further  discussion  of  this  objection  is  therefore  unnecessaiy,  the 
dissent  is  also  wrong  in  suggesting  that  respondents*  complaints  did  not 
raise  "the  lack  of  a  (actual  basis  involving  situations  in  which  parents  kave 
consented  to  treatment**  Post,  at  657,  n.  9.  In  feet,  the  complahit  of  re- 
spondents AMA  et  al.  alleged  •*COUNT  II:  Violation  of  the  Administrative 
Procedure  Act,**  App.  146,  and  incorporated  by  reference  the  allegation 
that  "None  of  the  mandatory  provisions  of  the  Final  Regulation  have  a 
basis  in  feet  or  are  designed  to  meet  a  documented  problem,**  id.,  at  140. 
Accord,  id.,  at  168  (complaint  of  respondenti  AHA  et  d.).  The  fact  that 
our  decision  rests  on  grounds  narrower  than  that  relied  on  by  the  lower 
courts  is  surely  not  an  infirmity.  We  can  only  add  that  the  lack  of  fectual 
supoort  for  these  regulations  was  ftilly  briefed  in  this  Court,  see  especially 
Brief  for  Respondents  Anierican  Medical  Assn.  et  al.  39-^1:  Brief  for 
Respondents  American  Hospital  Assn.  et  al.  48-^9,  and  the  Tact  that  the 
Solidtor  (kneral  responds  with  so  little,  so  late  bespeaks  the  absence  of 
evidentiary  support  for  the  regulations,  not  an  inadequate  opportunity  to 
direct  us  to  it. 

The  Solicitor  (kneral  also  contends,  for  the  first  time  in  his  reply  brief  on 
the  merits;  sec  Reply  Brief  for  Petitioner  16,  n.  6,  that  the  Final  Rules  are 
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VI 

In  the  immediate  aftermath  of  the  Bloomington  Baby  Doe 
incident,  the  Secretary  apparently  proceeded  on  thu  assump- 
tion that  a  hospital's  statutory  duty  to  provide  treatment  to 
handicapped  infants  was  unaffected  by  the  absence  of  parental 
consent.  See  supra,  at  617-619,  He  has  since  abandoned 
that  view;  Thus,  the  preamble  to  the  Final  Rules  correctly 
states  that  when  "a  non-treatment  decision,  no  matter  how 
discriminatrry,  is  made  by  parents,  rather  than  by  the  hospi- 
tal, section  604  does  not  mandate  that  the  hospital  unilat- 
erally overrule  the  parental  decision  and  provide  treatment 
notwithstanding  the  lack  of  consent."  49  Fed.  Reg,  1631 
(1984),  A  hospital's  withholding  of  treatment  when  no  pa- 
rental consent  has  been  given  cannot  violate  §504,  for  with- 
out the  consent  of  the  parients  or  a  surrogate  decisionmaker 
the  infant  is  neither  "otherwise  qualified**  for  treatment  nor 
has  he  been  denied  care  "solely  by  reason  of  his  handicap,"** 
Indeed,  it  would  almost  certdnly  be  a  tort  as  a  matter  of 
state  law  to  operate  on  an  infant  without  parental  consent. 
This  analysis  makes  clear  that  the  Government's  heavy  reli- 
ance on  the  analogy  to  race-based  refusals  which  violate  §  601 


interpretative  guidelines*'  which  *^erely  explained  the  Secretary's  con- 
struction of  Section  504  in  this  setting,"  ibid.  This  assertion  was  rejected 
the  only  occasion  on  which  it  was  tendered,  see  American  Academy  of  Pe- 
diatrics V.  Heckler,  661 F.  Supp,  3f  6, 401  (DC  1983),  is  beUed  by  the  Secre- 
tary's own  decision  to  provide  notice  and  request  comment  on  the  regula- 
tions, cf.  6  U.  S.  C.  §  663(b),  and  is  patently  without  merit.  To  ite  credit, 
the  dissent  does  not  ultimately  rely  on  either  of  these  arguments.  See 
post,  at  667,  n.  9. 

**  Just  as  "[t]he  Mure  of  the  hospital  to  itself  provide  the  treatment"  be- 
cause of  the  unavailability  of  medical  equipment  or  expertise  would  not  be 
"on  the  basis  of  the  handicap"  but  "on  the  fact  that  the  hospital  is  incapable 
of  providing  the  treatment,"  according  to  trie  Secretary's  regulations,  49 
Fed.  Reg.  1637  (1984),  it  is  equally  clear  that  a  reftisal  to  provide  care  be- 
cause of  the  absence  of  parental  consent  would  not  be  "solely  by  reason  of 
[the  infant's]  handicap." 
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of  the  Civil  Ri(jhts  Act  is  misplaced.  If,  pursuant  to  its  nor- 
mal practice,  a  hospital  refused  to  operate  on  a  black  child 
whose  parents  bad  withheld  their  consent  to  treatment,  the 
hospital's  refusal  would  not  be  based  on  the  race  of  the  child 
even  if  it  were  assumed  that  the  parents  based  their  decision 
entirely  on  a  mistaken  assumption  that  the  race  of  the  child 
made  the  operation  inappropriate. 

Now  that  the  Secretary  has  acknowledged  that  a  hospital 
has  no  statutory  treatment  obligation  in  the  absence  of  pa- 
rental consent,  it  has  become  clear  that  the  Final  Rules  are 
not  needed  to  prevent  hospitals  fixjm  denying  treatment  to 
handicapped  infants.  The  Solicitor  General  concedes  that 
the  administrative  record  contains  no  evidence  that  hospitals 
have  ever  refused  treatment  authorized  either  by  the  infant's 
parents  or  by  a  court  order,  Tr,  of  Oral  Arg,  8,  Even  the 
Secretary  never  seriously  maintained  that  posted  notices, 
"hotlines,"  and  emergency  on-site  investigations  were  neces- 
sary to  process  complaints  against  hospitals  that  might  refuse 
treatment  requested  by  parents.  The  parental  intercut  in 
calling  such  a  refusal  to  the  attention  of  the  appropriate  au- 
thorities adequately  vindicates  the  interest  in  enforcement  of 
§504  in  such  cases,  just  as  that  interest  obviates  the  need  for 
a  special  regulation  to  deal  with  refusals  to  provide  treatment 
on  the  basis  of  race  which  may  violate  §601  of  the  Civil 
Rights  Act, 

The  Secretary's  belated  recognition  of  the  eff(jct  of  paren- 
tal nonconsent  is  important,  because  the  supposed  need  for 
federal  monitoring  of  hospitals'  treatment  decisions  rests  en- 
tirely on  instcnces  in  which  parents  have  refused  their  con- 
sent. Thus,  in  the  Bloomington,  Indiana,  case  that  precipi- 
tated the  Secretar/s  enforcement  efforts  in  this  area,**  as 

**The  Secretary's  sunwnaiy  of  this  case  makes  it  clear  that  the  hospital's 
failure  to  perform  surgeiy  was  based  on  the  parents'  reftisal  of  consent: 
*'Bloomi7igUm,  Indiana.   Investigation  into  April  1982,  death  of  infant 
with  Down's  syndrome  and  esophageal  atresia  firom  whom  surgeiy  was 
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well  as  in  the  University  Hospital  case  that  provided  the 
basis  for  the  summary  affirmcncein  the  case  now  before  us," 
the  hospital's  failure  to  perform  the  treatment  at  issue  rested 
on  tl.e  lack  of  parental  consent.  The  Secretary's  own  sum- 
maries of  these  cases  establish  beyond  doubt  that  the  respec- 
tive hospitals  did  not  withhold  medical  care  on  the  basis  of 
handicap  and  therefore  did  not  violate  §  504;  as  a  result,  they 
provide  no  support  for  his  claim  that  federal  regulation  is 
needed  in  order  to  forestall  comparable  cases  in  the  future. 
The  Secretary's  initial  failure  to  recognite  tliat  withholding 
of  consent  by  parents  doef  not  equate  v  ith  discriminatory 
denial  of  treatment  by  hospitals  likewise  undem  nes  the  Sec- 
retary's findings  in  the  preamble  to  his  proposed  rulemaking. 
In  tha^  statement,  the  Secretary  cited  four  sources  in  sup- 
port of  the  claim  that  "Section  504  [is]  not  being  uniformly 
followed/'  48  Fed.  Reg.  30847  (1983).  None  of  the  cited 
examples,  however,  suggests  that  r>:s:ipients  of  federal  finan- 
cial assistance,  as  opposed  to  parents,  had  withheld  medical 
care  on  the  basis  of  handicap." 


withheld  on  the  irvjtructions  of  the  pa'renU.''  Id,,  at  1646  (emphasis 
added). 

As  recounted  earlier,  the  hospital  initiiicd  judicial  review  to  override  the 
parents*  dcdsion,  but  its  efforts  proved  unavwling.  The  Solicitor  General 
now  acknowledges  that  there  was  no  Iwsis  for  finding  a  violation  of  §  504  in 
this  case.  See  Tr.  of  Oral  Arg.  12, 

"Notwithstanding  that  the  Secretaxys  summary  of  this  case  demon- 
strates both  that  treatment  was  withheld  because  of  refusal  of  parental 
consent  and  that  sUte<ourt  proceedings  to  override  the  parents'  decision 
had  been  instituted  before  the  Department  intervened,  the  Department 
proceeded  with  its  own  investigation  anyway: 

**Long  Island,  New  York.  October  19, 1983,  complaint,  based  on  newspa- 
per article,  that  infant  with  spina  bifida  not  receiving  surgery  due  to  re- 
fusol  of 'parents  to  consent;  legal  proceedings  ka[dj  been  iniiiattd  in  State 
court  Inquiry  initiated  October  19.  On  October  27,  HHS  asked  Depart- 
ment of  Justice  to  commence  legal  action  to  overcome  refusal  of  hospital  to 
permit  review  of  pertinent  records.**  49  Fed.  Reg.  1649  (1984)  (emphasis 
added). 

"The  Secretary  first  dted  a  1973  survey  by  Raymond  Duff  and  A.  G.  M. 
CampbeU  calculating  that  14%  of  deaths  in  the  special  nursery  of  the  Yale- 


BOWEN  tt  AMERICAN  HOSPITAL  ASSN.  633 


610  Oii'nion  of  Steveks,  J. 

Notwithstanding  the  ostensible  recogration  in  the  pream- 
ble of  the  effect  of  parental  nonconsent  on  a  hospital's  ob- 
ligation to  provide  care,  in  promulgucing  the  Final  Rules  the 
Secretary  persisted  in  relying  on  instances  in  which  parents 
had  refused  consent  to  support  his  claim  that,  regai-dless  of 
its  '"magnitude,"  there  is  sufficient  evidence  of  "illegality*  to 
justify  "establishing  basic  mechanisms  to  allow  for  effective 
enforcement  of  a  clearly  applicable  statute,"  49  Fed,  Reg, 
1645  (1984).  We  have  ah'eady  discussed  one  source  of  this 
evidence— "the  several  specific  cases  cited  in  the  preamble  to 
the  proposed  rule."  Ibid,  Contrary  to  the  Secretary's  be- 
lief, these  cases  do  not  "support  ,  the  proposition  that  handi- 
capped infants  may  be  subjected  to  unlawful  discrimination." 
Ibid,  In  addition  to  the  evidence  relied  on  in  prior  notices, 
the  Secretary  included  a  summary  of  the  49  "Infant  Doe 

New  Haven  hospital  •Svere  related  to  withholding  treatment**  4S  Fed. 
Reg.  30847  (1983).  The  Secretary's  solitary  quoUtion  from  this  study,  ac- 
curately illustrating  the  locus  of  the  treatment  decisions  reviewed  by  the 
authors,  involved  refusal  of  parental  consent: 

"*An  mfant  with  Down's  syndrome  and  intestinal  atresia,  like  the  much 
publidzed  one  at  Johns  Hopkins  Hospital,  was  not  trexted  because  his  par* 
ents  thought  the  surgery  was  unvngfor  tkeir  baby  and  thtmselves.  He 
died  several  days  after  birth.' "  Ibid,^  (emphasis  added)  (quoting  Duff  & 
Canipbell,  Moral  and  Ethical  Dilemmas  in  the  Speda?  ^>r«  Nursery,  289 
New  Eng.  J.  Med,  890.  891  (1973)). 

The  Secretary  next  referred  to  an  incident  at  Johns  Hopkins  Hospital 
which,  as  the  above  quotation  intimates,  also  concerned  parental  refbsal  of 
consent.  Then  followed  brief  mention  of  the  *'Bloomington  Baby  Doe"  in- 
cident, in  which  the  parents,  as  th^  Secretary  now  admits,  refused  consent 
to  treatment  despite  Ihe  hospitals  insistence  that  it  be  provided,  llie 
Secretary's  fourth  and  finaJ  example  involved  *'a  1979  death  of  an  infant 
with  Down's  syndrome  and  an  intestinal  obstruction  at  the  Kapiolani- 
Children's  Medical  Center  In  Honolulu,  Kacaii,"  48  Fed,  Rc2.  30847 
(1983),  which  again  appears  to  have  resulted  from  *'a  lack  of  parental  cor<- 
sent,"  id,,  at  30848. 

Generalizing  from  these  examples,  the  Secretary  reported  the  results  of 
a  survey  of  ph^  widan  attitudes.  He  faulted  *'(t]heir  acquiescence  in  non- 
treatment  of  Down's  children"  which  he  sumused  was  •'apparently  because 
of  the  handicap  represented  by  i)own's  syndrome."  Ibid,  See  n.  22, 
infra. 
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cases**  that  the  Department  had  processed  before  December 
1,  1983.  Curiously,  however,  by  the  ISecretaiys  own  ad- 
mission none  of  the  49  cases  had  "resulted  in  a  finding  of  dis- 
criminatory withholding  of  medical  care."  /d.,  at  1649.  In 
'feet,  in  the  entire  list  of  49  cases  there  is  no  finding  that  a 
hospital  failed  or  refused  to  provide  treatment  to  a  handi- 
capped infant  for  which  parental  consent  had  been  given.*^ 

Notwithstanding  this  concession,  the  Secretary  *Ti)elieves 
three  of  these  cases  demonstrate  tiie  utility  of  the  procedural 


**Ths  Secretary  also  reprinted  selected  quotatioj«  from  various  com- 
menters  reportirg  the  existence  of  "discriminatory^  dedaions  denying 
sustenance  and  care  to  handicapped  infants.  None  of  these  comments  dis- 
closed whether  thosi  "discriminatoiy  decisions  were  made  by  parents  or 
by  hospitals. 

"Hie  Secretary's  repeated  inability  to  identify  a  single  treatment  deci- 
sion in  violaUon  of  §  504  lends  an  aura  of  unreality  to  Justice  Whtte's 
criticism  of  the  Court  of  Appeals'  decision  in  Univemty  HotpitaL  In  ex- 
plaining why  he  believes  "the  stated  basis  for  the  Court  of  Appeals'  holding 
in  University  Hospital  was  incorrect,"  j>osU  at  656;  see  post,  at  655,  n.  8, 
Justice  Whtte  completely  ignores  Uie  feet  that  the  case  involved  a  spe- 
cific treatment  decision  nmde  by  parents.  Since  Justice  Whtte  else- 
where agrees  that  parental  decisions  are  not  covered  by  §  604,  post,  at  657, 
ru  10,  and  that  the  Ltfent  involved  in  the  Univemty  Hospital  case  was 
therefore  not  "otherwise  qualified**  for  f.-satmentj  post,  at  654,  n.  7,  he  im- 
plicitly acknowledges  th%t  the  judgment  in  Universiiy  HospiUU  is  correct; 
only  by  ignoring  the  actual  facts  of  that  case— as  well  as  the  actual  facts  of 
the  49  cases  that  were  investigated  by  the  Secretary— and  speculating 
about  nonexistent  hypothetical  cases  in  which  a  hospital  might  refuse  to 
provide  treatment  requested  by  parents,  does  the  dissent  offer  any  basis 
for  questioning  the  decision  in  Universiiy  Hospiial. 

Indeed,  even  the  dissent's  criticism  of  the  reasoning  of  the  Court  of  Ap- 
peals' decision  is  based  on  a  hypothetical  situation  that  the  Court  of  Ap- 
peals did  not  addrefs.  That  court  was  concerned  with  the  treatment  of 
cases  in  which  '^e  handicapping  condition  is  related  to  the  condition(8>  ^jo 
be  treated,"  729  F.  2d,  at  157  (emphasis  added);  see  id.,  at  147,  r^herta-; 
Justice  Whtte  has  carefidly  limited  his  hypothetical  discussion  to  crises  ^ 
which  "the  treatment  is  completely  unrelated  to  the  baby's  handicapping 
conditioii."  Post,  at  666  (emphasis  added).  Thus,  lik  t  bishops  ol  opp'  ^ita 
colors,  the  opinions  of  Justice  Whtte  and  the  Court  of  Appeals  do  not 
even  touch  one  another. 
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mechanisms  called  for  in  the  final  rules.'*  Ibid.  Accord, 
ibid.  ("[T]hese  cases  provide  additional  documentation  of  the 
need  for  governmental  invoivement  and  the  appropriateness 
of  the  procedures  established  by  the  final  rules").  However, 
these  three  cases,  which  supposedly  provide  the  strongest 
support  for  federal  intervention,  fail  to  disclose  any  dis- 
crimination against  handici»pped  newborns  in  violation  of 
§504.  For  example,  in  Robinson,  Illinois,  the  Department 
conducted  an  on-site  investigation  when  it  learned  that  the 
"hospital  (at  the  parents'  request)  failed  to  perform  necessary 
surgery."  Id.,  at  1646  (emphasis  added).  After  '^[t]he 
parents  refused  consent  for  surgery,"  "the  hospital  referred 
the  matter  to  state  authorities,  who  accepted  custody  of  the 
infant  and  arranged  for  surgery  and  adoption,"  all  'In  com- 
pliance with  section  504."  Ibid.  The  Secretary  concluded 
that  "the  involvement  of  the  state  child  protective  services 
agency,"  at  the  behest  of  the  hospital,  "was  the  most  impor- 
tant element  in  bringing  about  corrective  surgery  for  the  in- 
fant. .  .  .  Had  there  been  no  governmental  involvement  in 
the  case,  the  outcome  might  have  been  much  less  favorable." 
/d.,  at  1649  (emphasis  added)." 

The  Secretary's  second  example  illustrates  with  even 
greater  force  the  effective  and  nondiscriminatory  functioning 
of  state  mechanisms  and  the  consequent  lack  of  support  for 
federal  intervention.  In  Daytona  Beach,  Florida,  the  De- 
partment's hotline  received  a  complaint  of  medical  neglect  of 
a  handicapped  :  ifant;  immediate  contact  with  the  hospital 
and  stat3  agency  revealed  that  ^'the  parents  did  not  consent 
to  surgery"  for  the  infant.  Id.,  at  1648.  Notwithstanding 
this  information,  which  was  confirmed  by  both  the  hospital 
and  the  state  agency,  and  despite  the  fact  that  the  state 
agency  had  "obtained  a  court  order  to  provide  curgery"  the 
day  before  HHS  was  notified,  the  Department  conducted  an 

"  The  preamble  repeatedly  makes  the  aseumption  that  evidence  showing 
the  need  for  governmental  involvement  provides  a  basis  (or  federal  in- 
volvement. Sae,  e.  g.,  49  Fed.  Reg.  1649  (1984). 
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on-site  investigation.  Ibid.  In  the  third  case,  in  Colorado 
Springs,  Colorado,  the  Department  intervened  so  soon  after 
birth  that  "the  decisionmakuig  process  was  in  progress  at  the 
time  the  OCR  [Office  of  Civil  Rights]  inqmry  began,"  and  ''it 
is  impossible  to  say  the  surgery  would  not  have  been  pro- 
vided without  this  involvement."  /d.,  at  1649.  "However," 
the  Secretary  added,  'the  involvement  of  OCR  and  the  OCR 
medical  consultant  was  cooperatively  received  by  the  hospital 
and  apparently  constructive.''  Ibid. 

In  sum,  there  is  nothing  in  the  adiTiinistrative  record  to 
justify  the  Secretary's  belief  that  "discrinunatory  withhold- 
ing of  medical  care"  in  violation  of  §  504  provides  any  support 
for  federal  regulation:  In  two  of  the  cases  (Robinson,  Illinois, 
and  Daytona  Beach,  Florida),  the  hospital's  refusal  was  based 
on  the  absence  of  parental  consent,  but  the  parents'  decision 
was  overridden  by  state  authorities  and  the  operation  was 
performed;  in  the  third  case  (Colorado  Springs,  Colorado) 
it  is  not  clear  whether  the  parents  wouid  have  given  their 
consent  or  not,  but  the  corrective  surgery  was  in  fact 
performed" 


"Justice  Whtte's  dissent  suggests  that  regulation  of  health  care  pro- 
viders can  be  justified  on  a  theory  the  Secretaiy  did  not  advance— a  sup- 
posed need  to  curtail  discriminatory  advice  by  biased  physicians.  See 
postf  at  658-661.  After  observing  that  at  least  some  handicapped  infants 
have  not  been  treated,  the  dissent  identifies  physician  attitudes  as  a  likely 
explanation  and  concludes  that  mandated  informational  notices  were  pre- 
sumably designed  to  "fo8te(r]  an  awareness  by  health  care  professionals  of 
their  responsibility  not  to  act  in  a  discriminatory  manner  with  respect  to 
medical  treataient  decisions  for  handicapped  infants."  Post,  at  660. 

The  dissent's  theory  finds  no  support  in  the  text  of  the  regulation,  the 
reasoning  of  the  Secretary,  or  the  briefs  filed  on  his  behalf  in  this  Court. 
The  regulations  in  genera^-and  the  informational  notices  in  particular— do 
not  purport  to  place  any  constraints  on  the  advice  that  physicians  may  give 
their  patients.  Moreover,  since  it  is  now  clear  that  parental  decisionmak- 
ing is  not  covered  by  §  504,  supra,  at  630-631,  the  dissent's  theory  rests  on 
the  unstated  premise  that  the  statute  may  prevent  the  giving  of  advice  to 
do  something  which  §  504  does  not  itself  prohibit.  It  is  hardly  obvious  that 
the  Rehabilitation  Act  of  1973  prohibits  physicians  from  "fiudingand  abet- 
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VII 

As  a  backstop  to  his  manifestly  incorrect  perception  that 
withholding  of  treatment  in  accordance  with  parental  instruc- 
tions necessitates  federal  regulation,  the  Secretary  contends 
that  a  hospital's  failure  to  report  parents'  refusals  to  consent 
to  treatment  violates  §504,  and  that  past  breaches  of  this 
kind  justify  federal  oversight. 

By  itself,  §  504  imposes  no  duty  to  report  instances  of  medi- 
cal ne^ect — that  undertaking  derives  from  state-law  report- 
ing obligations  or  a  hospital's  own  voluntary  practice.  Al- 
though a  hospital's  selective  refusal  to  report  medical  neglect 
of  handicapped  infants  might  violate  §504,**  the  Secretary 


ting"  a  parental  decision  which  parents  admittedly  have  a  right  to  make. 
And  if  Congress  did  intend  this  counterintuitive  result,  one  might  expect 
an  explanaUon  from  the  Secretary  as  to  how  the  hotlines  and  emergency 
on-site  inspections  contemplated  by  the  Final  Rules  square  with  the  con- 
stitutional doctrines  on  regulation,  direct  or  indirect,  of  speech  in  general 
and  of  decisionmaking  by  health  professionals  in  particular. 

In  reality,  the  Secretary  neither  found  nor  implied  that  physicians'  pre- 
dispositions agsdnst  treaUng  handicapped  infants  -lad  resulted  in  parental 
refusals  to  consent  to  treatment.  Indeed,  he  principally  relied  on  atti- 
tudinal  surveys  fcr  the  converse  propoj»'''on  that  regulation  is  necessary 
because  parents  refusa  consent  to  treatment  and  physicians  will  "acquieso 
in  parental  refus[al8]  to  treat."  48  Fed.  Reg.  30848  (1983).  To  the  extent 
any  theory  may  be  discerned,  in  the  Secretary's  two-column  summary  of 
physician  surveys,  it  is  that  doctors  would  not  correct  **bad*'  parental 
decisions,  not  that  they  were  responsible  for  helping  them  to  make  such 
choices  in  the  first  piace.  Moreover,  even  if  the  Secretary  had  relied  on 
this  evidence  to  insinuate  that  doctors  imposed  their  own  value  judgments 
on  parents  by  lobbying  them  to  refuse  consent,  he  never  explains  that  the 
parental  dedsionmiaking  process  is  one  in  which  doctors  exercise  the  deci- 
sive influence  needed  to  force  such  results.  Compare  ibid.,  with  post,  at 
658-659.  The  Secretary,  in  short,  has  not  even  adumbrated  a  theory  of 
"discrimination"  remotely  resembling  the  one  invented  by  the  dissent,  «nd 
therefore  has  not  made  the  essential  connection  between  the  evidence  of 
physician  attitudes  and  the  regulatory  choice  made  here. 

Of  course,  5  504  would  be  violated  only  if  the  hospital  failed  to  report 
medical  ne^ect  of  a  handicapped  infant  when  it  would  report  such  neglect 
of  a  similarly  situated  nonhandicapped  infant.  Because  respondents  have 
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has  failed  to  point  to  any  specific  evidence  that  this  has  oc- 
curred. The  49  actual  investigations  summarized  in  the  pre- 
amble to  the  Final  Rules  do  not  reveal  any  case  in  which  a 
hospital  either  failed,  or  was  accused  of  failing,  to  make  an 
appropriate  report  to  a  state  agency."  Nor  can  we  accept 
the  Solicitor  General's  invitation  to  infer  discriminatory 
nonreporting  jfrom  the  studies  cited  in  the  Secretary's  pro- 
posed ndemaking.  Even  assuming  that  ca<:es  m  which  pai*- 
ents  have  withheld  consent  to  treatment  for  handicapped 
infants  have  gone  unrepov^^,  that  fact  alone  would  rot  prove 


challenged  the  Secretar/o  reg'ilations  on  ther  face,  we  have  no  occasion  to 
address  the  question  whether  infants  with  birth  defects  are  similarly  situ- 
ated wiUi  iniknts  in  need  of  blood  transfusions  (the  paradigm  case  in  whi^ 
hospitals  have  reported  or  have  sought  to  override  parental  decisions, 
according  to  the  Solicitor  General,  B'^ief  for  PctiUoner  28>  and  n.  16), 
or  whether  a  hospital  could  legiUmately  distinguish  tscween  the  two  situa- 
tions on  the  basie  of  the  different  risks  and  benefits  inhering  in  certain 
operations  to  c(<rrect  birth  defects,  on  the  one  hsnd,  and  blood  transf\i- 
slonSf  on  the  other  hand. 

"To  the  contrary,  the  Secretary's  case  sunrniariefj  reveal  numerous  in- 
stances in  which  hospitals  have  voluntarily  reported  inciances  of  suspected 
medical  neglect  ar^  have  even  initiated  legal  proceadings  themselves.  In 
the  Bloomington,  Lidisna,  case  which  prompted  these  regulations,  and  in 
the  Univemty  HospiicU  case  which  supported  the  summary  affirmance 
now  before  us,  the  parents'  decision  was  the  subject  of  judicial  review  in 
the  3tate  courts.  In  the  Robinson,  DU'wois,  case  on  which  the  Secretary 
relies  as  one  of  three  examples  illustrating  the  need  for  f^eral  regulation, 
the  hospital  reported  the  parents'  refusal  to  consent  to  state  authorities 
who  arranged  Tor  surgery  and  adoption.  49  Fed.  Keg.  16<6  (1984).  Most 
dramatically,  in  the  Daytona  Beach,  Florida,  case  HHS  n^ived  its  hoUine 
complaint  the  day  after  the  state  agency  had  ah^y  obtained  a  court  order 
overriding  the  parents'  refusal  to  consent  to  ourgexy.  /d.,  at  ICl').  Notr 
withstanding  the  Department's  ''immediate  contact"  with  the  hospital  and 
ihs  eicie  agenc^vthich  surely  must  have  made  it  dear  that  the  case  had 
alreialy  been  reported  to  thai  agency  and  that  there  ^«as  no  colorable  basis 
for  suspectbg  a  violation  of  §504— the  Departn»ent  conducted  an  on-site 
investigation.  Ibid.  In  the  third  case  on  which  the  Secretary  placed  spe- 
cial emphasis,  the  Department  intervened  before  tkr  pa)nents  had  decided 
whether  to  authorize  treatment  or  not,  so  that  no  reporting  obligation 
could  have  been  triggered.  Ibid. 
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that  the  hospitals  involved  had  discriminated  on  the  basis  of 
handicap  rather  than  simply  failed  entirely  to  discharge  their 
state-law  reporting  obligations,  if  any,  a  matter  which  lies 
wholly  outside  the  nondiscrimination  mandate  of  §504. 

The  particular  reporting  mechanism  chosen  by  the  Secre- 
tary—indeed the  entire  regulatory  framework  imposed  on 
state  child  protective  services  agencies — departs  from  the 
nondiscrimination  mandate  of  §504  in  a  more  fundamental 
way.  The  mandatory  provisions  of  the  Final  Rules  om**^  any 
direct  requirement  that  hospitals  make  reports  when  parents 
refuse  consent  to  recommended  procedures.*^  Instead,  the 
Final  Rules  command  state  agencies  to  require  such  reports, 
regardless  of  the  state  agencies'  own  reporting  requirements 
(or  lack  thereof).  45  CFR  §  84.55(c)(l)(i)  (1985).  Far  from 
merely  preventing  state  agencies,  from  remaining  calculat- 
edly  indifferent  to  handicapped  infants  while  they  tend  to  the 
needs  of  the  similarly  situated  nonhandicapped,  the  Final 
Rules  command  state  agencies  to  utilize  their  "full  authority*' 
to  "prevent  instances  of  unlawful  medical  neglect  of  handi- 
capped infants."  §  84.55(c)(1).  The  Rules  effectively  make 
medical  neglect  of  handicapped  newborns  a  state  investi- 
gative priority,  possibly  forcing  state  agencies  to  shift 
scarce  resources  away  from  other  enforcement  activities — 
perhaps  even  from  programs  designed  to  protect  handi- 
capped children  outside  hospitals.  The  Rules  also  order 
state  agencies  to  "immediate[ly]"  review  reports  from 
hospitals,  §84.55(c)(l)(iii),  to  conduct  "on-site  investiga- 
tion[s],"  ibid.,  and  to  take  legal  action  "to  compel  the 
provision  of  necessary  nourishment  and  medical  treatment," 

^  The  interpretative  guidelines  appended  to  the  Final  Rules  do  impose  on 
hospitals  and  other  health  care  providers  the  duty  not  to  discrimii^te 
against  handicapped  infants  in  reporting  instances  of  parental  neglect. 
We  do  not  addreiw  the  question  whether  reporting,  either  as  a  hospital 
practice  or  as  a  requirement  of  state  law,  constitutes  a  **program  or  activity 
receiving  Federal  finandal  assistance"  under  §504.  See  ConsolidaUd 
Rail  Corp.  v.  Darrone,  465  U.  S.,  at  635-636.  Cf.  Grove  City  College  v. 
Belt,  465  U.  S.  656,  670-674  (1964). 
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§84.55{c)(l)(iv)~all  without  any  regard  to  the  procedures 
followed  by  state  agencies  in  handling  complaints  filed  on 
behalf  of  nonhandicapped  infants.  These  operating  groce- 
dures  were  imposed  over  the  objection  of  several  state  child 
protective  services  agencies  that  the  requirement  that  they 
turn  over  reports  to  HHS  "conflicts  with  the  confidentiality 
requirements  of  state  child  abuse  and  neglect  statutes,"  49 
Fed.  Reg.  1627  (1984>— thereby  requiring  under  the  guise  of 
nondiscrimination  a  service  which  state  law  denies  to  the 
nonhandicapped.* 

The  complaintrhandling  process  the  Secretary  would  im- 
pose on  unwilling  state  agencies  is  totally  foreign  to  the 
authority  to  prevent  discrimination  conferred  on  him  by 
§  504.  "Section  504  seeks  to  assure  evenhanded  treatment," 
Alexander  v.  Choate,  469  U.  S.,  at  304;  "neither  the  lan- 
guage, purpose,  nor  history  of  §504  reveals  an  intent  to  im- 
pose an  aflBrmative-action  .obligation"  on  recipients  of  federal 
financial  assistance.  Southeastern  CommunUy  College  v. 
Davis,  442  U.  S.  397, 411  (1979)."  The  Solidtor  General  also 
recognizes  that  §504  is  concerned  with  discrimination  and 
with  discrimination  alone.  In  his  attempt  to  distinguish  the 
Secretary's  1976  determination  that  it  "is-beyond  the  author- 
ity of  section  504"  to  promulgate  regulations  "concerning  ade- 

"JusnCE  Whtte's  dissent,  quoting  the  Secretary's  explanation  for 
these  requirements,  concludes  that  they  form,  in  "substance,"  a  nondis- 
crimination requirement.  Post,  at  663.  This  assertion  is  repetitive,  not 
responsive.  The  rules  governing  state  child  protective  services  agencies 
operate  independently  of  any  provisions  of  state  law;  they  go  further  than 
them  in  several  respects;  they  flatly  contradict  them  in  others  (e.  g.,  con- 
fidentiality); and  they  do  not  accommodate  the  revision,  modification,  or 
repeal  of  state  laws.  To  say  that  the  Secretary  can  give  detailed  marching 
orders  to  state  agencies  upon  discovering  that  both  the  agencies  and  HHS 
are  woridng  toward  the  same  general  objective— at  least  when  defined 
with  sufficient  abstractness— would  countenance  a  novel  and  cerious  intru- 
sion on  state  autonomy. 

"See  Southeastern  Community  College  v.  Davie,  A4Z  U.  S.,  at  410  (lan- 
guage and  structure  of  1973  Rehabilitation  Act  recognizes  **the  distinction 
between  . . .  evenhanded  treatment . . .  and  affirmative  efforts**). 
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quate  and  appropriate  psychiatric  care  or  safe  and  humane 
living  conditions  for  persons  institutionalized  because  of 
handicap  or  concerning  payment  of  fair  compensation  to  pa- 
tients who  perform  work,"  41  Fed.  Reg.  29548,  29559,  the 
Solicitor  General  explains: 

"This  conclusion  of  course  was  consistent  with  the  fact 
that,  as  relevant  here.  Section  504  is  essentially  con- 
cerned only  vrlth  discrimination  in  the  relative  treatment 
of  handicapped  and  nonhandicapped  persons  and  does 
not  confer  any  absolute  right  to  receive  particular  serv- 
ices or  benefits  under  federally  assisted  programs." 
Brief  for  Petitioner  40,  n.  33. 

See  also  48  Fed.  Reg.  30846  (1983)  ("Section  504  is  in  essence 
an  equal  treatment,  non-dJBcrimination  standard")." 

The  Final  Rules,  however,  impose  just  the  sort  of  absolute 
obligation  on  state  agencies  that  the  Secretary  had  previ- 
ously disavowed.  The  services  state  agencies  are  required 
to  make  available  to  handicapped  infants  are  in  no  way  tied  to 
the  level  of  services  provided  to  similarly  situated  nonhandi- 
capped infants.  Instead,  they  constitute  an  ^'absoltde  riglic 
to  receive  particular  services  or  benefits"  under  a  federally 
assisted  program.  Even  if  a  state  agency  were  scrupulously 
impartial  as  between  the  protection  it  offered  handicapped 
and  nonhandicapped  infants,  it  could  still  be  denied  federal 
funding  for  failing  to  carry  out  the  Secretary's  mission  with 
sufficient  zeal. 

It  is  no  answer  to  state,  as  does  the  Secretary,  that  these 
regulations  are  a  necessary  "'metho[d]  ...  to  give  reason- 
able assurance'  of  compliance."  49  Fed.  Reg.  1627  (1984) 
(quoting  45  CFR  §  80.4(b),  which  requires  state  agencies  to 

"  The  Secretary  notes  that  "by  enacting  section  604  Congress  intended  to 
eliminate  all  of  the  •many  forms  of  potential  discrimination'  against  hwidi- 
c^ped  people  through  •the  establishment  of  a  broad  governmental  policy.' 
S.  Rep.  No.  1297.  93d  Cong.,  2d  Sess.  38  (1974)."  49  Fed.  Reg.  1636 
(1984).  But  no  matter  how  broad  the  prohibition  contained  in  5  604  may 
be,  what  it  prohibits  is  discrimination. 
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report  on  their  compliance  with  Title  VI).  For  while  the 
Secretary  can  require  state  agencies  to  document  their  ovm 
compliance  with  §504,  nothmg  in  that  provision  authorizes 
him  to  commandeer  state  agencies  to  enforce  compliance  by 
other  recipients  of  federal  funds  (in  this  instance,  hospitals). 
State  child  protective  services  agencies  are  not  field  offices  of 
the  HHS  bureaucracy,  and  they  may  not  be  conscripted 
against  their  will  as  the  foot  soldiers  in  a  federal  crusade.® 
As  we  stated  in  Alexander  v.  Choate,  469  U.  S.,  at  307, 
**nothing  in  the  pre-  or  post-1973  legislative  discussion  of 
§504  suggests  that  Congress  desired  to  make  m^or  inroads 
on  the  States'  longstanding  discretion  to  choose  the  proper 
mix"  of  services  provided  by  state  agencies. 

VIII 

Section  504  authorizes  any  head  of  an  Executive  Branch 
agency— regardless  of  his  agenc/s  mission  or  expertise— to 
promulgate  regulations  prohibiting  discrimination  against  the 
handicapped.  See  S.  Rep.  No. -93-1297,  pp.  39-40  (1974).** 
As  a  result  of  this  rulemaking  authority,  the  Secretary  of 

*  Important  principles  of  federalism  are  implicated  by  any  "federal  pro- 
gram that  compels  state  agencies ...  to  function  as  bureaucratic  puppets 
of  the  Federal  Government  FERC  v.  Mississippi,  456  U.  S.  742,  783 
(1982)  (opinion  of  O'CONNOR,  J.). 

••Twenty-seven  agencies,  including  the  National  Endowment  for  the 
Arts,  the  Nuclear  Regulatory  Commission,  and  the  Tennessee  Valley  Au- 
thority, have  promulgated  regulations  forbidding  discrimination  on  the 
basis  of  handicap  in  programs  or  activities  receiving  federal  financial  assist- 
ance. The  Department  of  Housing  and  Urban  Development  has  issued  a 
proposed  rulemaking.  See  Jones  &  Wolfe,  Regulations  Promulgated  Pur- 
suant to  Section  504  of  the  Rehabilitation  Act  of  1973:  A  Brief  History  and 
Present  Status  8-9  (Congressional  Research  Service,  Feb.  28,  1986). 
There  is  thus  not  the  same  basis  for  deference  predicated  on  expertise  as 
we  found  with  respect  to  the  Environmental  Protection  Agenc/s  interpre- 
tation of  the  1977  Clean  Air  Act  Amendments  in  Chevron  U.  S.  A.  Inc.  v. 
Natural  Rerources  Defense  CouncUt  Inc.,  467  U.  at  842-845,  and  with 
respect  to  the  Federal  Reserve  Board's  construction  of  the  Bank  Holding 
Act  in  Board  of  Governors,  FRS  v.  Investment  Company  InsL,  450  U.  S. 
46,  56,  and  n.  21  (1981). 
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HHS  has  "substantial  leeway  to  explore  areas  in  which  dis- 
crimination against  the  handicapped  pos[es]  particularly 
significant  problems  and  to  devise  regulations  to  prohibit 
such  discrimination."  Alexander  v.  Choate,  ^'^  U.  S.,  at 
304,  n.  24, 

Even  according  the  greatest  respect  to  the  Secretary'n 
action,  however,  deference  cariiot  £1!  the  lack  of  an  eviden- 
tiary foundation  on  which  the  Final  Rules  must  rest.  The 
Secretary's  basis  for  federal  intervention  is  perceived  dis- 
crimination against  handicapped  infants  in  violation  of  §504, 
and  yet  the  Secretary  has  pointed  to  no  evidence  that  such 
discrimination  occurs.  Neither  the  Cact  that  regulators  gen- 
erally inay  rdy  on  generic  information  in  a  particular  field 
or  comparable  experience  gained  in  other  fields,  nor  the  fact 
that  regulations  may  be  imposed  for  preventative  or  pro- 
phylactic reasons,  can  substitute  for  evidence  supporting 
the  Secretary's  own  chosen  rationale.  For  the  principle  of 
agency  accountability  recited  earlier  means  that  "an  agency's 
action  must  be  upheld,  if  at  all,  on  the  basis  articulated 
by  the  agency  itself,"  Motor  Vehicle  Mfrs,  Assn,  v.  Slate 
Farm  Mtd,  Automobile  Ins,  Co.,  463  U,  S.,  at  50  (citations 
omitted).^* 

The  need  for  a  proper  evidentiary  basis  for  agency  action  is 
especially  acute  in  this  case  because  Congress  has  failed  to 
indicate,  either  in  the  statute  or  in  the  legislative  history, 
that  it  envisioned  federal  superintendence  of  treatment  deci- 
sions traditionally  entrusted  to  state  governance,  "[W]e 
must  assume  that  the  implications  and  limitations  of  our  fed- 
eral system  constitute  a  msgor  premise  of  all  congressional 
legislation,  though  not  repeatedly  recited  therein."  United 
States  V,  Gambling  Devices,  346  U.  S.  441,  450  (1953)  (opin- 


"  Accord,  American  Textile  Mfrs.  Institute,  Inc.  v.  Donovan,  452  U.  S. 
490,  539  (1981);  Burlington  Truck  Lines,  Inc.  v.  United  StaUs,  371  U.  S. 
156,  168  (1962);  SEC  v.  Chenery  Corp.,  332  U.  S.  194,  196  (1947);  SEC  v. 
Chenery  Corp.,  318  U.  S.  80,  87  (1943). 
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ion  of  Jackson,  J.).**  Congress  therefore  **will  not  be  deemed 
to  have  significantly  changed  the  federal-state  balance," 
United  States  v.  Bass,  404  U.  S.  3?6,  S49  (1971)-or  to  have 
authorized  its  delegates  to  do  so— 'Sinless  otherwise  the  pur- 
pose of  the  Act  would  be  defeated,**  FTC  v,  BunU  Bros., 
Inc.,  312  U.  S.  349,  351  (1941).»  Alth'>ugh  the  nondiscrimi- 

'*S€e  Frankfurter,  Some  ReflecUons  on  the  Reading  of  SUtutes,  47 
Colum.  L.  Rev.  527,  640  (1947)  ("The  underiying  asBumptions  of  our  dual 
form  of  government,  and  the  consequent  prcsuppoeitions  of  legislative 
draftsmanship  which  are  expressive  of  our  history  and  habits,  cut  across 
what  might  otherwise  be  the  implied  range  of  legislation**). 

*Cf.  HeubUin,  Inc,  v.  South  Carolina  Tax  Comm'n,  409  U.  S.  275. 
281-282  (liirZ)  ("  *lU]nless  (Jongress  conveys  its  purpose  clearly,  it  will  not 
be  deemed  to  have  significantly  changed  the  Fedfral-Statc  balance.'" 
(quoting  United  States  v.  Bass,  404  U.  S.,  at  349);  Davies  Wankouse  Co, 
V.  Bowles,  821  U.  S.  144, 162  (1944)  fmcre  Congress  has  not  dearly  indi- 
cated a  purpose  to  precipitate  conflict  [between  federal  agencies  and  stats 
authority]  we  should  be  reluctant  to  do  so  by  decision'*  (footnote  omitted)); 
Penn  Dairies,  Inc.  v.  Milk  Control  Comm'n,  318  U.  S.  261,  275  (1943) 
("An  unexpressed  purpose  of  Congress  to  set  aude  statutes  of  the  states 
regulating  their  internal  affairs  is  not  lightly  to  be  inferred  and  ought  not 
to  be  implied  where  the  legii^ve  command,  read  in  the  light  of  its  his- 
tory, remains  ambiguous");  FTC  v.  Bunte  Bros,,  Inc,,  312  U.  S.,  at 
35^r-365  ("The  construction  of  §  5  [of  the  Federal  Trade*  Commission  Act] 
urged  by  the  O)mmission  would  thus  give  a  federal  agency  pervasive  con- 
trol over  myriads  of  local  businesses  in  matters  heretofore  traditionally  left 
to  local  custom  or  local  law. ...  An  inroad  upon  local  conditions  and  local 
standards  of  such  £u>reaching  import  as  is  involved  here,  ought  to  await  a 
clearer  mandate  from  Congress");  Apex  Hosiery  Co,  v.  Leader,  310  U.  S. 
469, 513  (1940)  ("The  maintenance  in  our  federal  system  of  t  proper  distri- 
bution between  state  and  national  governments  of  police  authority  and  of 
remedies  private  and  public  for  public  wrongs  is  of  far-reaching  impor- 
tance. An  intention  to  disturb  the  balance  is  not  lightly  to  be  imputed  to 
Confess");  United  States  v.  AltobtUa,  442  F.  2d  310, 313-316  (CA7 15>71); 
3  C.  Sands,  Sutheiiand  on  SUtutory  (Construction  S  62.01,  p.  64  (4th  ed. 
1974)  ("tTJhe  inile  of  strict  construction  [of  statutes  in  derogation  of  sover- 
eignty] serves  a  quasi-constitutional  purple  in  our  federal  system  of  split 
sovereignty  by  helping  to  secure  both  levels  of  soverdgn  power  against  en» 
croachment  by  each  other"  (footnote  omitted)). 

The  legislative  histoiy  of  the  Rehabilitation  Act  does  not  support  the  no- 
tion that  Congress  intended  intervention  by  federal  of5dals  into  treatment 
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nation  mandate  of  §504  is  cast  in  language  sufficiently  broad 
to  suggest  that  the  question  is  "not  one  of  c/Jithority,  but  of  its 
appropriate  exerdselj  [t]he  propriety  of  the  exertion  of  the 
authority  must  be  tested  by  its  relation  to  the  purpose  of  the 
[statutory]  grant  and  vdth  smtable  regard  to  the  principle 
that  whenever  the  federal  power  is  exerted  \vithm  what 
would  otherwise  be  the  domain  of  state  power,  the  justifica- 
tion of  the  exercise  of  the  federal  power  must  clearly  ap- 
pear." Florida  v.  United  States,  282  U.  S.  194,  211-212 
(1931).  Accord,  Chicago,  M,,  St,  P,  &  P.  R,  Co,  v.  Illinois, 
355  U.  S.  300,  306  (1958).  That  is,  It  must  appear  that 
there  are  findings,  supported  by  evidence,  of  the  essential 
facts  .  .  .  which  would  jusUfy  [the  Secretary's]  conclusion." 
Florida  v.  United  States,  282  U.  S.,  at  212.  The  adminis- 
trative record  does  not  contain  the  reasoning  and  evideiice 
that  is  necessary  to  sustain  federal  mtervention  into  a  histori- 
cally state-administered  decisional  process  that  appears— for 
lack  of  any  evidence  to  the  contrary— to  be  f  onctioning  in  full 
compliance  with  §504. 

The  history  of  these  regulations  exposes  the  inappropri- 
ateness  of  the  extraordinary  deference— virtually  a  carte 
6Ianc/ie— requested  by  the  (Sovemment.   The  Secretary's 

dedsions  traditionally  left  by  state  U'v  to  concerned  parents  and  the  at^ 
tending  physidans  or,  in  exceptional  cl^,  to  state  agendes  charged  with 
protecting  the  welfare  of  the  infant  As  the  Court  of  Appeals  noted,  there 
is  nothing  in  the  legislative  history  that  even  remotely  suggests  that  Con- 
gress contemplated  the  possibility  that  "section  604  could  or  would  be  ap- 
plied to  treatment  decisions,  involving  defective  newborn  infants.**  729  F. 
2d  144,  159  (1984). 

"'As  far  as  can  be  determined,  no  congressional  committee  or  member  of 
the  House  or  Senate  ever  even  suggested  that  section  604  would  be  used 
to  monitor  medical  treatment  of  defective  newborn  infants  or  establish 
standards  for  preserving  a  particular  quality  of  life.  No  medical  group 
appeared  alert  to  the  intrusion  into  medical  practice  which  some  doctors 
apprehend  from  such  an  undertaking,  nor  were  representatives  of  parents 
r  spokesmen  for  rdlgious  beliefs  that  would  be  affected  heard."*  Id,, 
At  168  (quoting  Ammcan  Academy  qf  Pediatrics  v.  Heck  er,  661 F.  Supp., 
at  401). 
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present  reading  of  §  504  has  evolved  only  b£1^^  previous,  pa- 
tently erroneous  interpretations  had  been  found  wanting.** 
The  checkered  history  of  these  regulations  began  in  IsSs, 
when  the  Department  notified  hospitals  that-.they  would,  vio- 
late §  504  if  they  "allow(edl  an  infanf  to  remain  in  their  care 
*tfter  "the  infant's  parents  or  guardian  [had  withheld  consent 
to]  treatment  or  nourishment  discriminatorily."  47  Fed. 
Reg.  26027.  By  the  time  the  Proposed  Rules  were  an- 
nounced one  year  later^  the  Secretary  had  abandoned  that 
construction.  But  the  Department  substituted  the  equally 
untenable  view  that  '^e  basic  provision  of  nourishment,  flu- 
ids, and  routine  nursing  care''  was  '^ot  an  option  for  medical 
judgment"  and  that  %Jhe  decision  to.forego  medical  treat- 
ment of  a  correctable  life-threatening  i^efect  because  an  in- 
fant also  suffers  from  a  permanent  irremediable  handicap 
that  is  not  life-threatening,  such  as  mental  retardation,  is  a 
violation  of  Section  504,"  insinuating  by  omission  that  lack  of 
parental  consent  did  not  alter  the  hospital's  obligation  to  pro- 
vide corrective  surgery.  48  Fed,  Reg.  30852,  30847  (1983). 
Although  the  preamble  to  the  Final  Rules  corrects  the  prior 
erroneous  signals  from  the  Department  that  §504  authorizes 
it  to  override  parental  decisions  and  to  save  the  lives  of 
handicapped  infants,  it  persists  in  advocating  federal  regula- 
tion on  the  basis  of  treatment  denials  precipitated  by  refusals 
of  parental  consent  and  m  the  ground  that  its  experience 
witii  the  Baby  Doe  hotline  has  demonstrated  that  **the  as- 
sumption tha*  handicapped  infants  will  receive  medically  ben- 
eficial treatment  is  not  always  justified."  49  Fed.  Reg.  1646 
(1984). 

This  response,  together  with  its  previous  remarks,  makes 
irresistible  the  inference  that  the  Department  regards  its 


•"nie  fkct  that  the  igcnc/s  InterprcUtion  been  neither  consistent 
nor  longstanding. . .  substintitlly  diminishes  the  defez«nce  to  be  given  to 
HE Ws  [now  HHS's]  present  int^retatlon  of  the  statute."  SotUheatUm 
Community  CoUegt  v.  Daxxt,  442  U.  S.,  at  412,  n.  11  (dting  General  EUc- 
trie  Co.  v.  Gilbai,  429  U.  S.  125, 143  (1976)). 
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mission  as  one  principally  concerned  with  the  quality  of  medi- 
cal care  for  handicapped  infants  rather  than  with  the  imple- 
mentation of  §504.  We  could  not  quarrel  mth  a  decision 
by  the  Department  to  concentrate  its  finite  compliahce  re- 
sources on  instances  of  life-threatening  discrimination  rather 
than  instances  in  which  merely  elective  care  has  been  with- 
held. Cf.  Heckler  v.  Chancy,  470  U.  S.  821  (1985).  But 
nothing  in  the  statute  authorizes  the  Secretary  to  dispense 
with  the  law's  focus  on  discrimination  and  instead  to  employ 
federal  resources  to  save  the  lives  of  handicapped  newborns, 
without:regard  to  whether  they  are  victims  of  discrimination 
by  recipients  of  federal  funds  ir  not.  Section  504  does  not 
authorize  the  Secretaxy  to  giv5  unsolicited  advice  either  to 
parents,  to  hospitals,  or  to  state  officials  who  are  faced  with 
difficult  treatment  decisions  concerning  handicapped  chil- 
dren. We  may  assume  that  the  ''qualified  professionals"  em- 
ployed by  the  Secretary  may  make  valuable  contributions  in 
particular  cases,  but  neither  that  assumption  nor  the  sincere 
conviction  that  an  mi»nediate  "on-site  investigation"  is  "nec- 
essary to  p^tect  the  life  or  health  of  a  handicapped  individ- 
ual" can  enlarge  the  statutory  pcwers  of  the  Secretary. 

The  admmistrative  record  demonstrates  that  the  Secre- 
tsuy  has  asserted  the  authority  to  conduct  on-site  investiga- 
tions, to  inspect  hospital  records,  and  to  participate  in  the 
decisional  process  in  emergency  cases  in  which  there  was 
no  colorable  basis  for  believing  that  a  violation  of  §504  had 
occurred  or  was  about  to  occur.  The  District  Court  and  the 
Court  of  Appeals  correctly  held  that  these  investigative  ac- 
tions were  v\ot  authorized  by  the  statute  and  that  the  regula- 
tions which  purport  to  authorize  a  continuation  of  them  are 
invalid. 

The  judgment  of  the  Court  of  Appeals  is  affirmed. 


It  is  80  ordered. 
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Chief  justice  Burger  concurs  in  the  judgment. 

Justice  Rehnquist  took  no  part  in  the  consideration  or 
decision  of  this  case. 

Justice  Whtte,  with  whom  Justice  Brennan  joins  and 
with  whom  Justice  O'Connor  joins  as  to  Parts  I,  II,  IV, 
and  V,  dissenting. 

Section  504  of  the  Rehabilitation  Act  of  1973  forbids  dis- 
crimination solely  on  the  basis  of  handicap  in  programs  or 
activities  receiving  federal  financial  assistance.  The  issue 
before  us  is  whether  the  Secretary  of  Health  and  Human 
Services  has  any  authority  under  the  Act  to  regulate  medical 
treatment  decisions  concerning  handicapped  newborn  in- 
fants. Relying  on  its  prior  dedsion  in  United  States  v.  Uni- 
versity HospUal,  729  F.  2d  144  (C  A2 1984),  the  Court  of  Ap- 
peals held  that  the  Secretary  was  without  power  in  this 
respect  and  affbrmed  a  decision  of  the  District  Court  that 
§504  does  not  extend  so  far  and  that  the  Secretary  may  not 
regulat^such  decisions  in  any  manner. 

Althr  \  it,is  my  view  that  we  granted  certiorari  to  ad- 
dress ti-  -tisue,  the  plurality  avoids  it  by  first  erroneously 
reading  tlie  decision  below  as  enjoining  oidy  the  enforcement 
of  specific  regulations  and  by  then  affirming  on  the  basis  that 
the  promulgation  of  the  regulations  did  not  satisfy  estab- 
lished principles  of  administrative  law,  a  matter  that  the 
Court  of  Appeals  had  no  occasion  to,  and  did  not,  discuss. 

Vith  all  due  respect,  I  dissent. 

I 

The  plurality's  initial  and  fundamental  error  is  its  state- 
ment that  the  only  question  presented  here  is  the  specific 
question  whether  the  four  mandatory  provisions  of  the  Final 
Rules  issued  by  the  Secretary  are  authorized  by  §  504.  This 
condusion  misconstrues  the  opinion  and  judgment  of  the 
Court  of  Appeals.  The  plurality  concedes  that  the  District 
Court's  judgment  on  its  face  did  not  step  with  enjoimng  the 
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enforcement  of  the  final  regulations.  Ante,  at  625-626,  n.  11. 
In  fact,  the  District  Court  permanentiy  eiyoined  the  Secre- 
tary from  implementing  the  final  regulations  and  also  firom 
"continuing  or  undertaking  any  other  actions  to  investigate  or 
regulate  treatment  decisions  involving  impaired  newborn  in- 
fants taken  under  authority  of  Section  504,  including  pending 
investigation  and  other  enforcement  actions.''  App.  to  Pet. 
for  Cert.  51a-52a.  This  broad  injunction  ousted  the  Secre- 
tary from  the  field  entirely  and  granted  the  precise  relief 
sou^t  by  the  complaint,,  which  was  filed  after  Univenity 
Hospital  and  which  sought  to  take  full  advantage  of  that  deci- 
sion.' The  Court  of  Appeals  afiSrmed  and  in  no  way  modi- 
fied the  injunction  that  the  District  Court  had  entered.  In 
doing  so,  the  Court  of  Appesds  relied  on  its  previous  deter- 
mination in  University  Hospital  that  the  Secretary  had  no 
statutory  cuthority  to  regulate  medical  treatment  decisions 
regarding  newborn  infants.  See  App.  to  Pet  for  Cert. 
2a-3a.» 

'  I  disagree  with  the  plurality's  conclusion  that  *^tPie  complaicts  in  this 
case  did  not  challenge  the  Department's  authority  to  regulate  all  treatment 
ded^ions,  but  more  precisely  the  mandatory  provisions  of  the  Final  Rules 
and  enforcement  activity  along  those  lines  but  undertaken  pursuant  to  the 
Department's  *gaiOTd  authority*-  to  enforce  5604."  AnU,  at  625,  n.  11. 
Althou^  focusing  most  extensively  on  the  regulations  and  pending  HHS 
investigations,  the  complaint  spedfically  cited  the  Univemiy  Hospital 
holding  that  **Section  504  [docs]  not  apply  to  ^treatment  decisions  involving 
defective  newb(tfn  infants.'"  Ak>.  138.  The  complaint  also  spedfically 
requested  that  the  District  Court  Issue  a  preliminaiy  and  permanent  in- 
junction prohibiting  the  defendant  firom  enforcing  her  final  rule  embodied 
in  45  CFR  §84.55, 49  Fed.  Reg.  1622,  et  teg.  (Jan.  12, 1984),  and  prohibit- 
ing defendant  firom  otherwise  acting  pursuant  to  the  claimed  authority  of 
Section  504  of  the  RehabiliUtion  Act  of  1973  in  regard  to  the  medical  treat- 
ment of  infants  with  birth  defecU."  Id.,  at  159.  The  complaint  thus 
requested  both  invalidation  of  the  regubitions  and  an  injunction  against  all 
other  actions  by  the  Secretary  in  this  area. 

*The  Court  of  Appeals'  brief  order  affirming  the  District  Court's  judg- 
ment, although  characterizing  that  judgment  generally  as  having  struck 
down  the  regulations,  cited  Univemiy  Hospital  and  made  no  changes  in 
the  broad  relief  awarded  by  the  District  Court  The  Court  of  Appeals 
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It  is  true  that  the  regulations  themselves  were  invalidated 
and  their  enforcement  eryoined.  This  result,  however,  was 
directly  compelled  by  the  University  Hospital  conclusion  that 
the  Svecretary  was  without  power  to  issuQ  any  regulations 
whatsoever  that  dealt  with  infants'  medical  care,  and  it  did 
not  comprise  the  whole  relief  awarded  by  the  District  Court 
and  affirmed  by  the  Court  of  Appeals.  I  thus  see  no  justifi- 
cation  for  the  plurality's  distortion  of  the  Court  of  Appeals' 
affirmance  of  the  District  Court's  all-inclusive  injunction, 
which,  like  University  Hospital,  now  represents  the  law  in 
the  Second  Circuit.*  We  should  resolve  the  threshold  statu- 
torjr  question  that  this  case  and  University  Hospital  clearly 
pose— namely,  whether  the  Secretary  has  any  authority  at  all 
under  the  Act  to  regulate  medical  care  decisions  with  respect 
to  the  handicapped  newborn.* 

II 

Section  504  of  the  Act,  which  was  construed  in  University 
Hospital,  provides: 

"No  otherv/ise  qualified  handicapped  individual  in  the 
United  States,  as  defined  in  section  706(7)  of  this  title, 

gave  absolutely  no  indication  that  it  was  construing  the  District  Court's 
judgment  one  whit  less  broadly  than  that  judgment's  language  indicated. 
Nowhere,  therefore,  is  there  a  justification  for  the  plurality's  reconstruc- 
tive reading  of  the  Court  of  Appeals'  judgment. 

'  I  note  in  this  regurd  that  the  parUes  as  well  do  not  appear  te  have 
contemplated  the  more  limited  reading  of  the  judgment  below  adopted  by 
the  plurality.  See  Brief  for  Petitioner  9;  Brief  for  Respondents  American 
Hospital  Association  et  al.  4;  Brief  for  Respondents  American  Medical  As- 
sociation et  al.  14. 

*  I  would  not  avoid  the  issue  of  the  validity  of  University  Hospital  even 
if  the  judgment  below  were  limited  to  invalidation  of  these  regulations. 
Giv^n  that  the  judgment.below,  whether  it  extends  as  far  as  Univemty 
Hospital  or  not,  was  based  on  the  University  Hospital  view  that  all  regula- 
tion of  medical  treatment  decisions  is  outside  the  Secretary's  §  504  author- 
ity because  of  the  nature  of  those  decisions,  I  believe  that  the  better  ap- 
proach here  would  be  for  the  Court  to  determine  the  correctness  of 
Univemty  Hospital  in  any  case. 
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shall,  solely  by  reason  of  his  handicap,  be  excluded  from 
the  participation  in,  be  denied  the  benefits  of,  or  be  sub- 
jected to  discrimination  under  any  program  or  activity 
receiving  Federal  financial  assistance."  29  U.  S.  C. 
§794. 

After  determining  that  §706(7),  which  defines  handicapped 
persons,  is  not  limited  to  adults  and  includes  the  newborn, 
the  Court  of  Appe^  in  University  Hospital  construed  the 
"otherwise  qualified"  language  of  §504  to  limit  the  roach  of 
the  section  to  situations  in  which  the  handicap  is  '^unrelated 
to,  and  thus  improper  to  consideration  of,  the  services  in 
question."  729  F.  2d,  at  156/  Tiiis,  concluded  the  Court  of 
Appeals,  would  exclude  most  handicapped  newborns  because 
their  handicaps  are  not  normally  irrelevant  to  the  need  for 
medical  services.  Furthermore,  the  Court  of  Appeals 
thought  that  the  "otherwise  qualified"  limitation  should  not 
be  applied  in  the  "comparatively  fluid  context  of  medical 
treatment  decisions"  because  "[w]here  the  handicapping  con- 
dition is  related  to  the  condition(s)  to  be  treated,  it  will 


*The  Court  of  Appeals  first  addressed  and  reserved  the  question 
whether  the  hospital  or  its  functions  comprised  i  program  or  activity  re- 
ceiving federal  financial  assistance.  Noting  that  this  was  a  fact-speci^c  in* 
quiry,  cf.  Grove  City  College  v.  BeU,  465  U.  S.  555  (1984),  the  Court  of 
Appeals  assumed  that  the  entire  hospital  was  covered  by  §  504  and  pro* 
ceeded  to  consider  "Vhether,  assuming  the  entire  hospital  is  covered  by 
section  504,  the  statute  authorizes  the  type  of  investigation  initiated  here.'' 
729  F.  2di  at  151. 

I  also  do  not  consider  whether  or  under  what  circumstances  hospitals  or 
hospital  neonatal  programs  n;ay  constitute  programs  or  activities  receiving 
federal  financial  assistance.  The  judgment  of  the  District  Court  which 
was  affirmed  by  the  Court  of  Appeals  does  not  set  forth  guidelines  for  in- 
terpreting this  language  in  this  context:  It  merely  enjoins  actions  directed 
at  such  programs  or  activities.  The  regulations  as  well  simply  adopt  the 
statutory  language  without  interpreting  it.  Thus,  I  assume  here  that  the 
§  504  strictures  would  be  applied  only  to  appropriate  programs  or  activi- 
ties, and  I  therefore  would  leave  discussion  of  this  fac^specific  issue  for 
further  proceedings.  I  would  not  now  hold  that  §  504  may  never  apply  on 
this  basis. 
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rarely,  if  ever,  be  possible  to  say  with  certainty  that  a  par- 
ticular decision  was  'discrr.ninatory/"  id.,  at  156-157. 

Having  identified  these  perceived  incongruities  between 
the  language  of  §  504  and  the  potential  regulation  of  medical 
decisions  regarding  handicapped  newborns,  the  Court  of  Ap- 
peals concluded  that  "[b]efore  ruling  that  congress  intended 
to  spawn  this  type  of  litigation  under  section  504,  we  would 
want  more  proof  than  is  apparent  from  the  face  of  the  stat- 
ute." /d.,  at  157.  Thus,  the  Court  of  Appeals  turned  to  the 
legislative  history,  where  it  again  found  nothing  to  persuade 
it  that  Congress  intended  §  504  to  apply  to  medical  treatment  of 
handicapped  infants  and  hence  to  enter  a  field  so  traditionally 
occupied  by  the  States.  Neither  did  it  consider  the  current 
administrative  interpretation  of  §504  to  be  a  longstanding 
agency  construction  calling  for  judicial  deference.  In  the 
Court  of  Appeals'  view,  therefore,  the  section  was  inapplicable 
to  medical  treatment  decisions  regarding  the  newborn  absent 
some  further  indication  of  congressional  intent. 

I  disagree  with  this  conclusion,  which  the  Court  of  Appeals 
adlored  to  in  the  case  before  us  now.  Looking  first  at  the 
language  of  the  statute,  I  agree  with  the  Court  of  Appeals' 
preliminary  conclusion  that  handicapped  newborns  are  handi- 
capped individuals  covered  by  t'ae  Act.  There  is  no  reason 
for  importing  an  age  limitation  into  the  statutory  definition, 
and  this  Court  has  previously  stated  that  "§504  protects 
handicapped  persons  of  all  ages  from  discrimination  in  a  vari- 
ety of  programs  and  activities  receiving  federal  financial 
assistance."  Smith  v.  RoUmon,  468  U.  S.  992,  1016-1017 
(1984).*  This  leaves  the  critical  question  whether  a  handi- 

•  Although  infanJ^s  with  birth  defects  are  cleariy  handicapped  individuals 
covered  by  §  604,  there  ia  one  manner  in  which  they  may  differ  from  most 
other  handicapped  individuals  for  $604  purposes.  Spedfically,  they  may 
have  a  combination  of  conditions — forr^  of  which  are  medically  correctable 
and  some  of  which  are  not.  In  older  handicapped  individuals,  medically 
correctable  conditions  may  have  been  corrected  so  that  only  irreparable 
handiciipping  conditions  remain.  In  a  newborn  infant,  however,  both  cor- 
rectable and  incorrectable  conditions  may  exist.  Thus,  since  both  of  these 


1 


BOWEN  V.  AMERICAN  HOSPITAL  ASSN.  653 

610  White,  J.,  dissenting 

capped  infant  can  ever  be  "otherwise  qualified*'  for  medical 
treatment  and  hen'^  possibly  subjected  to  imlawful  dis- 
crimination when  he  or  she  is  denied  such  treatment.' 


may  interfere  with  miyor  life  activities,  both  types  of  conditions  may  be 
considered  to  be  handicaps.  In  this  context,  however,  it  might  make  nore 
sense  to  consider  as  handicaps  only  those  conditions  that  cannot  be  medi- 
cally treated  to  the  point  that  they  will  not  impair  nugor  life  activities. 
For  such  correctable  conditions  womd  not  be  likely  to  cause  the  infant  to  be 
regarded  as  handicapped.  In  any  case,  I  believe  that  defining  an  infant's 
handicap  may  well  b2  a  delicate  problem  and  one  that  deserves  some 
consideration. 

'  It  would  appear  that  for  an  infant  to  be  qualified  for  treatment  his  or 
her  parents  .must  have  consented  to  sucn  treatment.  For  the  purposes  of 
this  discussion  of  whether  the  Court  of  Appeals  was  correct  that  medical 
treatment  decisions  may  nevt-^  be  regulated  by  §  504, 1  assume  that  paren- 
tal consent  has  been  given  and  that  the  arguably  discriminatory  treatment 
decision  is  being  mad-s  by  the  hospital  or  doctor.  The  Court  of  Appeals  in 
University  Hospital  concentrated  on  the  nature  of  these  decisions  in  con- 
cluding that  §  604  rnay  not  property  be  applied,  and  I  concentrate  on  that  as 
well.  That  a  situiUon  in  which  treatment  is^efused  where  parental  con- 
sent has  been  given  r«ay  not  have  been  shown  to  have  arisen  does  not  un- 
dermine this  assumption  here.  The  critidil  question  is  whether  the  op^r- 
ative  provisions  of  §504  may  ever  apply  here  given  the  nature  c  the 
decision. 

For  the  purposes  of  addressing  the  Court  of  Appeals'  University  Hospi* 
tal  analysis,  the  most  straightforward  fact  situation  to  consider  is  one  in 
which  the  benefit  provided  is  the  medical  treatment  itself  and  in  which  a 
hospital  refuses  treatment  in  the  face  of  pai-antal  consent.  In  this  context, 
the  Court  of  Appeals'  conclusion  that  the  nature  of  the  decisions  them- 
selves precludes  application  of  S  504  may  be  addressed  with  maximum  sim- 
plidty.  I  note,  however,  that  it  may  well  be  that  the  benefits  provided  by 
hospitals  and  doctors  and  covered  by  J  504  extend  beyond  treatment  itself. 
For  example,  one  benefit  provided  by  hospitals  and  doctors  to  patients  who 
cannot  make  their  own  medical  treatment  decisions  may  be  medical  advice 
in  those  patients'  best  interest  to  those  who  must  ultimately  make  the  rele- 
vant medical  treatment  dedsions.  To  the  extent  that  the  provision  of  this 
benefit  is  a  program  or  activity  covered  by  the  statute,  I  would  think  that 
the  statute  requires  that  the  same  advice  be  given  to  parents  of  a  handi- 
capped baby  as  to  the  parents  of  a  similarly  situated  norJiandicapped  baby. 
Another  benefit  provided  may  be  the  reporting  of  nontreatment  to  the  rel- 
evant state  agency  in  the  case  of  a  parental  dedsion  not  to  treat.  Again, 
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It  may  well  be  that  our  prior  conaderation  of  this  language 
has  implied  that  the  Court  of  Appealli'  construction  is  correct. 
In  SoiUheastem  Community  College  v.  ZJavfe,  442  U,  S,  397, 
406  (1979),  we  held  that  ''[aln  otherwise  qudified  person  is 
one  who  is  able  to  meet  aU  of  a  program's  requirements  in 
spite  of  his  handicap. This  formulation  may  be  read  as  im- 
plying that  where  a  handicapped  person  meets  all  of  the  re- 
CJirements  normally  necessary  to  receive  a  program's  bene- 
fits regardless  of  his  or  her  handicap,  he  or  she  is  otherwise 
qiialified  because  that  handicap  does  not  interfere  with  and  is 
thus  irrelevant  to  his  or  her  qualification  for  the  program. 
Thus,  the  Court  of  Appeals'  view— that  refusing  treatment 
that  is  caUed  for  only  because  of  the  handicapping  condition 
cannot  constitute  discrimination  on  the  basis  of  handicap 
since  there  will  be  no  similarly  situated  nonhandicapped  new- 
bom,  i.  c,  one  who  needs  the  same  treatment--draws  sup- 
port from  cur  holding  in  Davis  since  it  turns  on  the  same  un- 
derlying perception  that  discrimination  occurs  only  when  the 
handicapping  condition  is  irrelevant  to  the  qualification  for 
the  program. 


to  the  extent  that  Uie  provision  oi  this  benefit  is  a  program  or  activity  cov- 
ered by  the  statute,  see  n.  13,  in/m,  I  would  think  that  §6D4  require  that 
the  hospital  or  doctor  report  nontreatment  of  a  handicapped  baby  when  it 
wtuld  report  the  denial  of  the  same  treatment  for  a  nonhandicapped  baby. 

My  conclusions  in  this  regard  are  buttressed  by  my  view  of  §  604's  cover- 
age in  the  case  of  a  medical  treatment  decision  regarding  a  black  baby.  If 
a  h^Apital  or  doctor  advised  different  or  less  efficack>us  treatment  for  a 
black  baby  than  for  a  white  baby,  I  believe  that  this  would  be  discrimina- 
tion under  the  sUtute,  Similarly,  a  failure  to  report  a  paiental  decision 
not  to  treat  because  of  race  would  seem  to  me  to  be  ill^^y  discrimina- 
tory-Hisauming  that  this  decision  otherwise  came  within  the  statute. 

In  sum,  although  these  additional  situations  present  the  SAme  issue  as  to 
when  a  handkapped  baby  is  otherwise  qualified  and  when  such  a  baby  is 
subjected  to  discrimination  as  does  the  direct  example  of  a  refusal  to  treat 
and  although  it  may  well  be  that  it  would  be  in  these  contexts  that  the  stat- 
ute would  most  likely  be  given  effect,  for  simj^dt/s  sake  I  have  centered 
my  discussion    Univeniiy  Ho$pital  on  the  refusal-to-treat  example. 
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Even  under  the  Court  of  Appeals'  interpretation  of  "other- 
wise qualified,''  however,  it  does  not  follow  that  §504  may 
never  apply  to  medical  treatment  decisions  for  the  newborn. 
An  esophageal  obstruction,  for  example,  would  not  be  part 
and  parcel  of  the  handicap  of  a  baby  suffering  from  Down's 
syndix)me,  and  the  infant  would  benefit  from  and  is  thus  oth- 
erwise qualified  for  having  the  obstruction  removed  in  spite 
of  the  handicap.  In  this  case,  the  treatment  is  completely 
unrelated  to  the  baby's  handicapping  condition.  If  an  other- 
wise normal  child  would  be  given  the  identical  treatment,  so 
should  the  handicapped  child  if  discrimination  on  the  basis  of 
the  handicap  is  to  be  avoided." 

It  would  not  be  difficult  to  multiply  examples  like  this. 
And  even  if  it  is  true  that  in  the  great  msyority  of  cases  the 
handicap  itself  will  constitute  the  need  for  treatment,  I  doubt 
tha this  consideration  or  any  other  mentioned  by  the  Court 
of  Appeals  justifies  the  wholesale  conclusion  that  §  504  never 
applies  to  newborn  infants  with  handicaps.  That  some  or 
most  failures  to  treat  may  not  M  within  §  604,  that  cUscem- 
ing  which  Mures  to  treat  are  discriminatory  may  be  diffi- 
cult, and  that  applying  §  504  in  this  area  may  intrude  into  the 
traditional  functions  of  the  State  do  not  support  the  categori- 

*  There  are  substantia]  axguments  that  could  be  made  that  the  Court  of 
Appeals  too  narrowly  read  the  statute.  It  could  be  argued,  for  example, 
that  the  benefit  provided  by  hospitals  is  not  defined  in  terms  of  specific 
treatments.  Rather,  the  benefit  is  '"general  medical  care  for  whatever 
happens  to  need  treating.*'  If  this  is  the  benefit,  then  a  much  broader 
application  of  the  statute  in  this  context  is  reasonable.  AltemaUvely, 
even  if  the  benefit  is  defined  more  narrowly,  "reasonable  accommodation** 
might  requ!:re  more  Cm  mere  impartial  dispensing  ef  identical  treatment. 
See  Alexander  v.  Ckoate,  469  U.  S.  2S7,  m^m,  and  nn.  19,  S»  (ld85).  I 
need  not  resolve  this  issue  of  the  exact  meaning  of  §504  and  Darts  in  this 
context,  however,  because  my  conclusion  that  Univenity  HoepiUsJCt  broad 
reasoning  was  incorrect  does  not  depend  on  it  Although  I  do  not  resolve 
these  issues,  I  note  that  while  the  more  expansive  int^^rpretaUons  seem 
consistent  with  the  interpretation  adopted  by  the  Secretary  in  the  regula- 
tions,  the  more  restrictive  one  does  not  See  45  CFR  pt  84,  Appendix 
C(a)(1985). 
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cal  condusion  that  the  section  may  never  be  applied  to  medi- 
cal decisions  about  handicapped  infants.  And  surely  the 
absence  in  the  legislative  history  of  any  consideration  of 
handicapped  newborns  does  not  itself  narrow  the  reach  of  the 
statutory  language.  See  Jefferson  County  Phurmaceutical 
Asm.  V.  Abbott  LaboratarieSy  460  U.  S.  150,  159-162»  and 
n.  18  (1983).  Furthermore,  the  broad  remedial  purpose  of 
the  section  would  be  undermined  by  excluding  handicapped 
infants  from  its  coverage;  and  if,  as  the  plurality  indicates, 
ante,  at  642-643,  the  Sficretary  has  substantial  leesyay  to  ex- 
plore areas  in  which  discrimination  against  the  handicapped 
poses  serious  pioblem  i  ^d  to  devise  regulations  to  prohibit 
the  discrimination,  iv  is  appropriate  to  take  note  of  the  Secre- 
tary's present  view  that  §  504  properly  extends  to  the  subject 
matter  at  issue  here.  Thus,  I  believe  that  the  Couvt  of  Ap- 
peals in  Univ^ty  Hospital  incorrectly  concluded  that  §  504 
may  never  apply  to  medical  treatment  decisions  concerning 
handicapped  newborn  infants.  Where  a  decision  regarding 
medical  treatment  for  a  handicapped  newborn  properly  falls 
within  the  statutory  provision,  it  should  be  subject  to  the 
constraints  set  forth  in  §504.  Consequently,  I  would  re- 
verse the  judgment  below. 

Ill 

Having  determined  that  the  stated  basis  for  the  Court  of 
Appeals'  holding  in  UrUversUv  Hospital  was  incorrect  and 
that  the  decision  below  cannot  be  supported  by  University 
HospitaVs  blanket  prohibition,  I  would  remand  the  case  to 
the  Court  of  Appeals.  The  respondents  have,  as  the  plural- 
ity's opinion  itself  demonstrates,  raised  sipiificant  issues 
aside  from  the  threshold  statutory  issue  presented  here. 
There  are,  for  example,  substantial  questions  regarding  the 
scope  of  the  Secretary's  statutcry  authority  in  this  area  and 
whether  these  particular  regulations  are  consistent  with  the 
statute.  I  would  decline  to  reich  and  decide  these  questions 
for  the  first  ti^e  in  this  Court  without  the  benefit  of  the 
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lower  courts'  deliberations.^  The  plurality,  however,  has 
chosen  to  reach  out  and  address  one  of  those  subsidiary  is- 
sues. Because  the  plurality  has  resolved  that  issue  in  a  man- 
ner that  I  find  indefensible  on  its  own  terms,  I  too  address  it. 

The  plurality  concludes  that  the  four  mandatory  provisions 
of  the  final  regulations  are  invalid  because  there  is  no 
"National  connection  between  the  facts  found  and  the  choice 
made.'"  Motor  Vehicle  Mfrs.  Assn.,  Inc.  v.  State  Farm 
Mutual  Automobile  Ins.  Co.,463U.  S.  29, 43  (1983)  (quoting 
Burlington  Truck  Lines,  Inc.  v.  United  States,  371  U.  S. 
156, 168  (1962)).  The  basis  for  tiiis  conclusion  is  the  plurali- 
ty's perception  that  two  and  only  two  wholly  discrete  catego- 
ries of  dedsions  are  the  object  of  the  final  regulations:  (1) 
decisions  made  by  hospitals  to  treat  or  not  treat  where  paren- 
tal consent  has  been  given  and  (2)  decisions  made  by  hospitals 
to  refer  or  not  to  refer  a  case  to  the  state  child  protective 
services  agency  where  parental  consent  has  been  withheld.*' 

•  In  addition,  although  the  Sdretary  did  not  brief  thc'  merits  of  the  re- 
spondents' cUim  that  the  regulations  are  invalid  because  arbitrary  and  ca- 
pricious, the  Secretaiy  did  indiate  his  view  that  this  claim  in  its  current 
form  is  not  properly  in  the  case  and  that  it  is  inadequate  on  its  face.  See 
Reply  Brief  for  Petitioner  16,  n.  6.  . 

Specifically,  the  Sec«taiy  first  asserts  that  the  respondents'  argument 
as  to  the  lack  of  iactual  basis  involving  dtuations  in  which  parents  have 
consented  to  treatment  was  not  raised  in  the  complaint  See  App.  146 
(challenging  lack  of  showing  of  instances  where  "erroneous"  parental  ded- 
sions were  made  and  where  medical,  authorities  did  not  take  proper  ra^ 
ures  under  state  law).  Thus,  the  Secretaiy  contends  that  the  first  m^'or 
claim  addressed  and  relied  on  by  the  plurality  was  never  properly  raised. 
Second,  the  Secretaiy  contends  that  these  are  interpreUtive  regulations 
that  impose  no  new  substantive  duUes.  see  49  Fed.  Reg.  1628  (1S84),  and 
that  no  factual  basis  for  their  issuance  need  therefore  be  given.  Cf.  o 
U.S.C.  §55S(b).  ^  ,^ 

Thes2  contentions,  althoug^i  not  perhaps  representing  a  procedural  bar 
to  our  reaching  this  claim,  see  ante,  at  629,  n.  14,  do  provide  an  '^dditional 
a'gn  that  the  plurality's  resolution  of  this  case  rests  on  shaky  ground. 

^♦At  this  point  in  the  case,  as  the  plurality  observes,  all  parties  <»n- 
cemed  agree  that  parental  decisions  are  not  included  in  §  604*8  application. 
See  anU,  at  630. 
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Since  the  Secretary  has  not  specifically  pointed  to  discrinu- 
natory  actions  that  provably  resulted  from  either  of  these 
two  sp<icific  types  of  decisions,  the  plurality  finds  that  the 
Secretary's  conclusion  that  discrimination  is  occurring  is 
unsupported  factually.  The  plurality's  characterization  of 
the  Secreta^ys  rationale,  however,  oversimplifies  both  the 
complexity  of  the  situations  to  wldch  the  regulations  are 
addressed  and  the  reasoning  of  the  Secretary* 

First,  the  Secretary's  proof  that  treatment  is  in  fact  being 
withheld  from  handicapped  infants  is  unquestioned  by  the 
plurality.  It  is  therefore  obvious  that  whoever  is  making 
them,  decisions  to  withhold  treatment  from  such  infants  are 
in  fact  being  made.  This  basic  imderstanding  is  critical  to 
the  Secretary's  further  reasoning,  and  the  discussion  ac- 
companying the  proposed  regulations  clearly  indicates  that 
this  was  the  Secretary's  starting  point.  See  48  Fed.  Reg. 
30847--30848  (1983).  Proceedmg  with  this  factual  under- 
standing, the  next  question  is  whether  such  withholding  of 
treatment  constitutes  prohibited  discrimination  under  §504 
in  some  or  all  situations.  It  is  at  this  point  that  the  plurality 
errs.  In  tje  plurality's  view,  only  two  narrow  paradigmatic 
types  of  decisions  were  contemplated  by  the  Secretary  as 
potentially  constituting  discrimination  in  violation  of  the 
statute.  See  ante,  at  628-629.  The  plurality  does  not  ex- 
plain, however,  precisely  what  in  the  Secretary's  discussion 
gives  rise  to  this  distillation,  and  my  reading  of  the  explana- 
tion accompanying  the  regulations  does  not  leave  me  with  so 
limited  a  view  of  the  Secretary's  concerns. 

The  studies  dted  by  the  Secretary  in  support  of  the  regula- 
tions and  other  literature  concerning  medical  treatment  in 
this  area  generally  portray  a  decisionmaking  process  in  which 
the  parents  and  the  doctors  and  often  other  concerned  per- 
soriS  as  well  are  involved— although  the  parental  decision  to 
consent  or  not  is  obviously  the  critical  one."  Thus,  the  pa- 

**See,  e.g.,  Duff  &  Campbell,  Moral  and  Ethical  iri^wmmas  in  the 
Spedal-Care  Nursery,  289  N.  Eng.  JT.  Med.  890  (1973).  See  also  Groaa, 
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x^4ital  consent  decision  does  not  occur  in  a  vacuum.  In  fact, 
the  doctors  (directly)  and  the  hospital  (indirectly)  in  most 
cases  pp^-ticipate  in  the  formulation  of  the  final  parental  deci- 
sion and  in  many  cases  substantially  influence  that  dedsion." 
Consequently,  discrimination  against  a  handioatpped  infant 
may  assume  guises  other  than  the  outright  refUsal  to  treat 
once  parental  consent  has  been  given.  Discrimination  may 
occur  when  a  doctor  encourageo  or  fails  to  discourage  a  pa- 
rental dedsion  to  refuse  consent  to  treatment  for  a  handi- 
capped child  when  the  doctor  would  discourage  or  actually 
oppose  a  parental  decision  to  refuse  consent  to  the  same 
treatment  for  a  nonhandicapped  child.  Or  discrimination 
may  occur  when  a  doctor  makes  a  discriminatory  treatment 
recommendation  that  the  parents  simply  follow*  Alterna- 
tively, discrimination  may  result  from  a  hospital's  explicit 
laissez-faire  attitude  aboutthis  type  of  discrimination  on  the 
part  of  doctors. 

Contrary  to  the  plurality's  constrained  view  of  the  Secre- 
tary's justification  for  the  regulations,  the  stated  basis  for 
those  regulations  reveals  that  the  Secretary  was  cognizant  of 
this  more  elusive  discrimination.  For  example,  the  evidence 
cited  most  extensively  by  the  Secretary  in  his  initial  proposal 
of  these  regulations  was  a  study  of  attitudes  of  practicing 
and  teaching  pediatricians  and  pediatric  surgeons.  See  48 
Fed.  Reg.  30848  (1983)  (citing  Shaw,  Randolph,  &  Manard, 
Ethical  Issues  in  Pediatric  Surgery:  A  National  Survey  of 
Pediatricians  and  Pediatric  Surgeons,  60  Pediatrics  688 
(1977)).  This  study  indicated  that  a  substantial  number  of 
these  doctors  (76.8%  of  pediatric  surgeons  and  49*5%  of  pedi- 

Cox,  Tatyrek,  Polity,  &  Btmes,  Etrt^^  ftumagemcnt  and  Dedsion  Making 
for  the  Treatment  of  Myelomeningocele,  72  Pediatrics  450  (1983). 

"Presumably,  the  program  or  activity  that  §504  would  apply  to  in  this 
context  would  be  the  hospital's  neonatal  program  of  medical  care  or  the 
hospital's  program  of  medical  care  generally.  In  cither  case,  actions  of 
both  doctors  and  hospitals  Oiat  cause  or  permit  discriminatc/y  decisions 
that  are  taken  as  part  of  the  pix}gram  or  activity  would  be  subject  to  §  504*8 
constraints. 
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atridans)  would  ''acquiesce  in  parents'  decision  to  refuse 
consent  for  surgery  in  a  newborn  with  intestinal  atresia  if  the 
infant  also  had . . .  Down^s  syndrome."  /d.,  at  590.  It  also 
indicated  that  a  substantud  minority  (23.6%  of  pediatric  sur- 
geons and  13.2%  of  ^^atridans)  would  in  fact  encourage 
parents  to  refuse  consent  to  surgery  in  this  situation  and  that 
only  a  small  minority  (3.4%  of  pediatric  surgeons  and  15.8% 
of  pediatricians)  would  attempt  to  get  a  court  order  mandat- 
ing surgery  if  the  parents  refused  consent  In  comparison, 
only  a  small  minority  (7.8t%  of  pediatric  surgeons  and  2.6%  of 
pediatricians)  would  acquiesce  in  parental  refusal  to  treat 
intestinal  atresia  b  an  infant  with  no  other  anomaly.  And  a 
large  majority  (78.3%  of  pediatric  surgeons  and  88.4%  of 
pediatricians)  would  try  to  get  a  court  order  directing  sur- 
gery if  parental  consent  were  withheld  for  treatment  of  a 
treatable  malignant  tumor.  The  Secretary  thus  recognized 
that  there  was  evidence  that  doctors  would  act  differently  in 
terms  of  attempts  to  affect  or  override  parental  decisions 
depending  on  whether  the  infant  was  handicapped. 

Based  on  this  evidence,  the  Secretary  conceded  that  "[t]he 
full  extent  of  discriminatory  and  life-threatening  practices  to- 
ward handicapped  infSants  is  not  yet  known"  but  concluded 
"that  for  even  a  single  infant  to  die  due  to  ack  of  an  adequate 
notice  and  complaint  procedure  is  unacceptable."  48  Fed. 
Beg.  30847  (1983).  Thus,  the  Secretary  promulgated  the 
regulations  at  issue  here.^  These  regulations,  in  relevant 
part,  require  that  a  notice  of  the  federal  policies  agamst  dis- 
crimination on  the  basis  of  handicap  be  posted  in  a  place 
where  a  hospital's  health  care  professionals  will  see  it  ^  This 
requirement  is,  as  the  Secretary  concluded,  "[clonsistent 
with  the  Department's  intent  to  target  the  notice  to  ntarses 
and  other  health  care  professionals."  App.  25.  The  notice 
reqmrement,  therefore,  may  reasonably  be  read  as  aimed  at 
fostering  an  awareness  by  health  care  professionals  of  their 
responmbility  not  to  act  in  a  discriminatory  manner  with  re- 
spect to  medical  treatment  decisions  for  handicapped  infants. 
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The  second  reqmrement  of  the  regulations,  that  state  agen- 
cies provide  mechanisms  for  requiring  and  reporting  medical 
neglect  of  handicapped  children,  is  also  consistent  with  the 
Secretary's  focus  on  discrimination  in  the  form  of  discrimina- 
tory reporting." 

I  therefore  perceive  a  rational  connection  between  the 
facts  found  by  the  Secretary  and  the  regulatory  choice  made. 
The  Secreta^  identified  an  existing  practice  that  there  was 
reason  to  believe  resulted  firom  discrimination  on  the  basis  of 
handicap.  Given  this  finding,  the  amorphous  nature  of  much 
of  the  possible  du*crimination,  the -Secretary's  profession  that 
the  regulations  are  appropriate  no  matter  how  limited  the 
problem,"  wid  the  focus  of  the  regulations  on  loci  Vhere 
unlawful  discrimination  seems  most  likely  to  occur  L<d  on 
persons  likely  to  be  responsible  for  it,  I  conclude  that  these 
reguktions  are  not  aAitrary  and  capricious  and  that  the 
Ck)urt  errs  in  striking  them  down  on  that  basis.  Although 
the  Secretary's  path  here  may  be  marked  with  "less  than 
ideal  clarity,' "  we  will  uphold  such  a  decision  "  If  the  agency's 
path  may  reasonably  be  discenied.'"  Motor  Vehicles  Mfrs. 
Assn.,  463  U.  S.,  at  43  (quoting  Bovman  TransporUitxon, 
Inc.  V.  Arkansas-Best  Freight  System,  Inc.,  419  U.  S.  281, 
286  (1974)). 

The  plurality  also  objects  to  the  regulations*  requirement 
concerning  the  state  protective  agencies'  reporting  proce- 


"  The  plundity  reserves  the  question  whether  reporting  icculd  be  a  pro- 
gram or  activity  receiving  federal  financial  asaiatance,  anU,  at  639,  n.  25, 
and  I  follow  that  course. 

"The  plurality  itaulf  saya  that  •Yej^ulations  may  be  imposed  for  pre- 
venUtive  or  proi*ylactlc  reaaona,**  anU,  at  643,  but  condudca  that  the 
Secretaiy  here  proceeded  baaed  on  the  perception  of  an  actual  problem 
rather  than  a  need  fear  prophylactic  rulea.  To  roe,  however,  the  Secre- 
tary's atatement  that  the  rulea  are  appropriate  If  necesaaiy  for  even  one 
?it)blem  situation  map  ^bc  plurality's  distinction  in  this  respect  question- 
able: The  line  between  a  >rophylActlc  rule  and  a  rule  that  draws  its  Justifi- 
cation from  the  likdy  existence  of  even  one  unlawftil  action  seems  to  me  a 
very  fine  one. 
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dures  on  another  ground.  Specifically,  the  plurality  finds 
that  this  requirement  is  in  feet  a  substantive  prescription 
rather  than  a  prohibition  of  discrimination.  The  plurality 
bases  this  conclusion  oh  the  feet  that  the  regulation  sets  forth 
specific  procedures  that  must  be  adopted  by  state  agencies. 

The  plurality's  conclusion  disregards  the  SecretM/s  ex- 
plaaation  for  this  requirement.  In  the  preamble  to  the  pro- 
posed regulation?  the  Secretary  explicitly  stated: 

"The  Department  has  determined  that  under  every 
state's  law,  Mure  of  parents  to  provide  necessary,  med- 
ically mdicated  care  to  a  child  is  either  explicitly  cited  as 
grounds  for  action  by  the  state  to  compel  treatment  or  is 
implicitly  covered  by  the  state  statute.  These  state 
statutes  also  provide  for  appropriate  administrative  and 
judicial  enforcement  authorities  to  prevent'  such  in- 
stances of  medical  neglect,  including  requirements  that 
medical  personnel  report  suspected  cases  to  the  state 
chad  protective  sei  vices  agency,  agency  access  to  medi- 
cal files,  immediate  investigations  and  authority  to  com- 
pel treatment/'  48  Fed.  Reg.  30848  (1983). 

This  finding  was  repeated  in  the  statement  accompanying  the 
final  regulations: 

"Although  there  are  some  variations  among  state  child 
protective  statutes,  all  have  the  following  basic  ele- 
ments: a  requirement  that  health  care  providers  report 
suspected  cases  of  child  abuse  or  neglect,  including  medi- 
cal neglect;  a  mechanism  for  timely  receipt  of  such 
reports;  a  process  for  administrative  inquiry  and  investi- 
gation to  determine  the  fects;  and  the  authority  and 
responsibility  to  seek  an  appropriate  court  order  to  rem- 
edy the  apparent  abuse  and  neglect,  if  it  is  found  to 
exist."  49  Fed,  Reg,  1627  (1984). 

The  regulations,  in  turn,  require  that  the  State  provide 
these  same  services  with  respect  to  medical  neglect  of  handi- 
capped infants.   See  45  CFR  §84,55(c)  (1985).   The  only 
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additional  requirements  imposed  by  the  regulations  involve 
provisions  ^enabling  the  Department  itself  to  review  for  com- 
pliance with  the  nondiscrimination  requirements.  Conse- 
quently, the  regulations  simply  track  the  existing  state  pro- 
cedures found  to  exist  fay  the  Secretaiy,  requiring  that 
funded  state  agencies  provide  those  same  procedures  for 
handicapped  children.  The  fact  that  the  regdations  specify 
the  procedures  that  are  necessary  to  ensure  an  absence  of 
discrimination  and  do  not  instead  speak  in  "nondiscrimina- 
tion'* terms  is  irrelevant.  The  substance  of  the  requirement 
is  nondiscrimination,  rhe  plurality's  conclusion  in^this  re- 
gard, however,  apparently  rests  on  a  determination  that 
implementation  of  a  nondiscrimination  mandate  may  be  ac- 
complished in  only  one  form— even  if  the  same  result  may  be 
accomplished  by  another  route.  See  dnte,  at  640,  n.  26,  I 
would  not  elevate  regulatory  form  over  statutory  substance  in 
this  manner.  In  sum,  the  plurality's  determination  that  the 
regulations  were  inadequately  supported  and  explained  as  a 
matter  of  administrative  law  does  not  withstand  examination 
of  the  Secretary's  discussion  of  the  underlying  problem  and  of 
the  contours  of  the  regulations  themselves. 

IV 

My  disagreement  with  the  plurality  in  this  case  does  not 
end  here,  however.  For  even  under  its  chosen  rationale,  I 
find  its  ultimate  conclusion  dubious.  Having  assiduously  re- 
stricted its  discussion  to  the  validity  of  the  regulations  only, 
the  plurality  ends  up  condudinc:  expansively  that  not  only  the 
regulations  but  also  other  investi;,^tions  taken  by  the  Secre- 
tary independent  of  the  reguhtions  are  invalid.  Thus,  the 
Covat  apparently  eiyoins  the  Secretary's  on-site  investiga- 
tions as  well  as  "the  regulations  which  purport  to  authorize  a 
continuation  of  them,"  Ante,  at  647.  And  the  plurality 
rests  this  action  on  the  conclusion  that  the  lower  courts  "cor- 
r^ly  held  that  these  investigative  actions  were  not  author- 
ized by  the  statute,"  Ibid. 
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I  am  at  a  loss  to  understwid  the  plurality's  reasoning  in  this 
respect.  In  constniing  the  judgment  below,  tne  plurality  ap- 
pears to  conclude  that,  although  the  irg'unction  entered  by 
the  District  Ck)urt  and  affirmed  by  the?  Ck)urt  of  Appeals  did 
not  purport  to  prohibit  aU  actions  by  the  Secretary  under  the 
statute,  the  injunction  did  in  fact  extend  beyond  merely  these 
particular  regiOations.  Thus,  the  plurality  indicates  that  the 
judgment  below  applied  as  well  to  actions  that  "resemble," 
"paraUel,"  or  are  ''along  [the]  Imes  [ofT  the  regutations. 
Ante,  at  625-626,  n.  11.  The  plurahty  further  defines  what 
actions  it  believes  the  Ck)urt  of  Appeals  and  District  Ctourt  con^ 
templated:  "lT]he  injunction  forbids  continuation  or  initiation 
of  regulatory  and  investigative  activity  directed  at  instances 
in  which  pc:rants  have  refused  consent  to  treatment  and,  if 
the  Secretary  were  to  undertake  such  action,  efforts  to  seek 
compliance  with  affirmative  requirements  imposed  on  state 
child  protective  services  agencies."  Ante,  at  625,  n.  11. 

Aside  from  the  feet  that  I  see  absolutely  nothing  in  either 
the  District  Court's  or  tiie  Court  of  Appeals'  judgment  that 
would  support  a  constwuned  readmg  of  the  broadly  phrasetl 
relief  awarded  by  the  District  Court  and  afiBmied  without 
modification  by  the  Court  of  Appeals,"  I  have  some  doubt  as 
to  how  different  tiie  Court's  holding  today  is  from  a  holding 
that  §  504  gives  HHS  no  authority  whatsoever  over  decisions 
to  treat  handicapped  infents.  The  plurality's  lack  of  coher- 
ence on  this  crucial  point  raises  substantial  doubts  as  to  the 
reach  of  the  holding  and  as  to  the  basis  for  that  holdmg. 

Finally,  I  am  puzzled  as  to  how  and  why  the  plurality's 
determination  that  the  regulations  are  invalid  because  they 
are  arbitrary  and  capridous  extends  to  other  actions  not 
taken  under  the  regulations.  The  plurality  apparentiy 
would  eiyoin  all  enforcement  actions  by  the  Secretary  in  situ- 
ations in  which  parents  have  refused  to  consent  to  treatnient, 
Seeante,at625-626,n.ll.  Yet  it  is  not  dear  to  me  that  the 


•See  nn.  1-2,  suxmi,  and  «ccompanying  text 
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plurality's  basis  for  invalidating  these  regulations  would  ex- 
tend to  all  such  situations.  I  do  not  see,  for  example,  why 
tiie  pluraUty's  finding  ti:at  the  Secretarj'  did  not  adequately 
support  his  conclusion  that  faflures  to  report  refusals  to  treat 
likely  result  from  discrimination  means  that  such  a  concluKici! 
will  never  be  justified.  The  Secretary  might  be  able  to  prove 
that  a  particular  hospital  generally  fails  tc  report  nontreat- 
ment  of  handicapped  babies  for  a  specific  treatment  where  it 
reports  nontreatment  of  nciumdicapped  babies  for  the  same 
treatment.  In  essence,  a  determination  that  these  regula- 
tions were  inadequately  supported  factuaily  would  not  seem 
to  be  properly  extended  bayond  actions  taken  pursuant  to 
tiiese  regulations:  The  fiact  that  the  Secretary  has  not  ade- 
quately justified  genei:Jized  action  under  tiie  regulations 
should  not  mean  that  individualized  action  in  appropriate 
drcumstances  is  precluded. 

V 

In  sum,  the  pluralit  today  mischaracterizes  the  judgment 
below  and,  based  on  tiiat  mischaracteiization,  is  sidetracked 
from  the  straightforward  issue  of  statutory  construction  that 
tiiis  case  presents.  The  plurality  incorrectiy  resolves  an 
issue  timt  was  not  fully  addressed  by  the  parties,  gives  no 
guidance  to  the  Secretary  or  the  other  parties  as  to  the 
proper  construction  of  the  g?3veming  statute,  and  fails  ade- 
quately to  explain  the  predse  scope  of  the  holding  or  how 
that  holding  is  supported  under  tiie  plurality's  chosen  ration- 
ale. '  From  this  misguided  effort,  I  dissent; 

Justice  O'Connor,  dissenting. 

I  My  agree  with  JusmcB  Whtte's  conclusion  that  the 
only  question  properly  before  us  is  whether  ihe  Court  of  Ap- 
peals correctiy  concluded  tfiat  tiie  Sacretary  has  no  power 
under  29  U.  S.  C.  §784  to  regulate  medical  treatment  dea- 
sions  concerning  handicapped  newborn  infants.  I  also  agree 
that  application  of  established  prindpleo  of  statutory  <K)n- 
struction  and  of  the  ^propriate  standard  for  judidal  review 
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of  agency  action  leads  inescapably  to  the  conclusion  that  the 
Secretaiy  has  the  authority  to  regulate  in  this  aroiu  Be- 
caibse,  however^  I  see  no  need  at  tMs  juncture  to  address  the 
details  of  the  regulations  or  to  assess  whether  they  are  suffi- 
ciently rational  to  survive  review  under  5  U.  S.  C.  §706 
(2KA),  I  join  only  parts  I,  II,  IV;  and  V  of  Justice  Whtie's 
dissent. 


Appendix  I 

CMd  Abuse  Amendments  ot  1984 

PUBLIC  LAW  98-457-OCT.  9, 1984 


98  STAT.  1749 


Public  Law  98-457 
98th  Congress 


An  Act 


To  esund  and  improvt  provuions  of  U»t  nUUnf  to  child  abuM  and  ncfloct  and      ^  9- 1984 


adopUod,  asi  for  oUmt  purpOM*. 


(H.R.  19041 


Be  it  enacted  by  tht  Senatt  wd  Houtt  of  Rtprmntatives  of  tht 
United  StaUs  of  Amtriea  in  Congrmemmblfi  TiMtt^  Child  Abua. 

be  cited  aa  the  "ChUdAbustAnwndmtnto  of  1984".  Amyndmtnuof 


TTTLB  I^AMENDMENTS  TO  CHILD  ABUSE  PREVENTION 
AND  TREATBIENT  ACT 

Pait  Ar-Pioow  ku.  IimovtMftwt 

THE  NATIONAL  CCNTIS  ON  CHILp  ABt»S  AND  NBOLXCT 

Sec.  101.  (a)  Section  2(a)  of  th«  Child  Abuat  Prevention  and 
Treatment  Act  (42  U.S.C.  SlOKa))  (haniaafUr  in  thia  titia  referred 
to  as  "the  Act")  is  amended  by  ctrikinf  out  "Haalth,  Education,  and 
Welfare"  and  inserting  in  lieu  tharaof  "Health  and  Human  Serv- 
icea"  .  . 

(k)  Ckuses  (6)  and  (7)  of  section  2(b)  of  tba  Act  art  amended  to 
read  &s  follows: 

"(6)  study  and  invettigata  tha  national  inddtnca  of  child 
abuse  and  neglect  and  maka  flndifigi/abottt  any  relationship 
between  nonpayment  of  child  aupport  between  various 
other  factors  and  child  abuaa  and  naflact,  iMti  the  axUnt  to 
which  incidenU  of  child  abuaa  and  na^aet  art  mcreasmg  in 
number  and  severity,  and,  within  two  yaara  aflai\tt*  daU  of  the 
enactment  of  the  Child  Abuaa  Amandmanta  of  1984,  submit 
such  fmdings  to  the  appropriata  Committaaa  of  the  Congress 
together  with  such  recommendations  for  adminutrative  and 
legislative  changea  as  are  aporopriatr,  and 

"(7)  in  coMulUtion  with  tht  Advisory  Board  on  Child  Abuse 
and  Neglect,  annually  prtpars  reports  on  efforts  dunng  the 
preceding  two-year  period  to  - brings  about  coordination  of  ,  the 
goals,  objectives,  and  activitiaa  of  agendas  and  organizations 
which  have  responsibilities  for  programs  and  activities  relaUKl 
to  child  abuse  and  neglect,  and.  not  later  than.March  1, 1985, 
and  March  I  of  each  second  year  thaisaftar,  submit  such  a 
reDorttoths  appropriaUCommittsssofthaOwjnreas.  . 
^  io)  Section  2(c)  of  the  Act  is  amendwl  by  ftnlung  out  'The 
^retary  may  cany  out  his  functions  undsr  subsection  (b)  of  this 
section"  and  inserting  in  lieu  theisof  'Ths  functions  of  tha  Secre- 
•-'ry  under  subsection  (b)  of  this  section  may  ba  earned  out  . 

JdJ  Section  2  of  the  Act  is  further  amended  by  inserting  after 
subsection  (d)  the  following  new  subaaction:  .  ^  , 

(e)  No  funds  appropriated  undsr  this  Act  for  any  grant  or 
contract  may  be  used  for  any  purpose  other  than  that  for  which 
3uch  funds  were  speciftcally  authorized."- 


1984. 
42  use  5101 
not*. 


Study. 


ReporU. 
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Grants. 

42  use  5103. 


Wtiv«r. 

Ante.  p.  1749. 


Pott.  p.  1732. 


OCPINmONA  • 

Src.  \&2.  Section  3  of  the  Act  is  amtnded— 

ill  by  inserting  "(includinf  jiny  «mploytt  of  «  re«identl«l 
facility  or  any  staff  person  providing  out^f-home  care)"  tftrp 

"by  a  person  : 

.11;  by  striking'  out  the.period  at  the  end  the reof  and  inserting 
:n  lieu  thereof  a  semicolon;  and  * 
by  adding  at  the  end  thereof  the  following  new  clause: 
-'HA>  the  term 'sexual  abuse' includea—  ^•«'««. 

••<i»  the  employment,  use.  ptnuaston.  inducement,  entice- 
nient.  or  coercion  of  any  chiM  to  Mfagt  in.  or  having  a 
child  assist  any  other  panon  to  tMagt  in.  any  soxuSly 
explicit  conduct  (or  any  fimulauon  ofMch  conduct)  for  the 
purpose  of  producing  any  visual  depiction  of  such  conduct 
or  ' 

"(ii)  the  rape.  moIssUUflii.  prosUtution.  or  other  such 
form  of  sexual  exploiUtion  of  children,  or  incest  with 
children. 

under  circumstances  which  indicate  that  tht  chUd's  health  or 
wfelfare  is^iarmed  or  thrMtMtd  tlwtbgr,  as  dHermined  in 
accordance  with  regulattont,  prsKsibid  jqr  tht  Secratary;  and 

(B)  for  thepurpo^ofthiactauia,  thtttrm'child'or'chil. 
dren  means  any  individual  who  haa  not  .or  individuals  who 
have  not  atuined  the  agii  of  ati^tean.". 

OCMOKSTXATION  01  myKB  fMOBUM  AND  PIOnCTS 

Sec.  103.  (a)  Section  4(by^  oCtlw  4ei  it  amandad  by  strikiac 
out  "hU^and  inserting  in  liau  ihSSVSSJSS^ 
(b)  Section  4(bX3)  of  tha  Act  it  aaMai  toiaad  as  followt: 


4^ 


"(SXA)  Subject  to  subparagrapiL(B>  oT'tUB  panmph.  ^  ^..^ 
which  on  th»  data  of  enactMt  oTtha  CUU  ANMAmmSnaatt  of 
1984  does  not  qualii^  fnr  tttlttinca  imlltr  thit  rihttftHi  may  ba 
granted  a  waiver  of  any  raqpiiramtBt  ttadtr  pan«raph  (2)  of  thia 

subsection—  »-~ 

"(0.  for  a  period  of  not  lAnwtthaa  aoajfaar,  iC  tha  Swmtiry 
malcsa  a  findiai  thatjtueli  aiiate  i»aaldM  a  goad^tlr  eflbrt  to 
comity  with  ay  sudi  iayfa-tBiiBt,;aibr  a  tt^  ooa-yeaf 
p»m  if  tha  Sacrataiy.  malM  ft.findiiv  that  tttch  State  ia 
making  •ubtteatial  .prpitt  to  conpUte  or 

OMtenawM  9^  thaa  two  yaait  in 

tha  caMjDf  a  Stote  tha  ItJiTthirt  aCMt^  laaite  only  Manni- 
ally,  iftlM  Saoratary  atekaa  a  lladKiw\llwt  aaeh  State  it  n»king 
a  goo44Uth  aflbrt  to  eomplsr  wftiai? 
"(B)  No  waiver  undar  «ttfaara|fapli  (i^  migr  apply  to  any  roqMita* 
ment  under  paragniph(2)(tOaflUiN^^ 
(c)  SectivTi  4  f)f  tha  Act  it  taxOm  wtadtd    '  - 

(1)  by  redesignating  ta^ttctiMi  (a)  as  tttbttetioti  (0;  and 

(2)  by  inserting  after  tubttctiea  (d)  tha  fbUovdng  new  subesc* 
tion: 

"(e)  The  Secretary,  in  contultation  with  tha  Advisory  Board  on 
Child  Abuse  and  Neglsct,  shall  antura  that  a  proportionate  share  of 
assistance  under  this  Act  it  available  for  activities  related  to  the 
prevention  of  child  abuse  and  neglaet". 


AUTHORIZATION  Of  APPR0PIUAT10N8 

^EC  '.04.  •  a.'  Section  5i  a)  of  the  Act  is  tmind*!!—  a  use  .•.io4 

I  li  bv  sinking  out  "(a)"  aft«r  "Sic.  5."; 

•->>  by  inserting  after  the  ftrst.  sentence  the  followinf  new 
sentence:  "There  are  hereby  further  euthorixed  to  be  eppropri- 
nted  for  the  purposes  of  this  Act  133.500.000  for  fiscil  year  1984, 
?40  ..iui  .^'M)  t^r  tTscal  year  1985.  i41.500.000  for  fiscal  year  1986. 
and  -4.;.  'rt.OiJO  for  fiscal  year  1987.":  and 

:  :n  the  second  sentence  by  striicinc  out  "this  section"  and 
Ml  that  follows  through  the  end  of  such  subsection,  and  insert- 
•ni!  .n  ::ea  thereof  "this  section  exceofc  as  provided  in  the 
succeedini;  sentence.  (A)  not  less  than  $9,000,000  shall  be  avail- 
able in  each  fiscal  year  to  carry  out  sectloa  4(b)  of  this  Act  42USc:iio3. 
.relating  to  State  grants).  (B)  not  lose  than  $11,000,000  shall  be 
available  in  each  fiscal  year  to  carry  out  seetkas  4(a)  (relating 
to  demonstration  or  service  projects),  2(bXI)  and  2(b)(3)  (relatinc  42  use  .'iiot. 
to  information  dissemination),  z(bX5)  (relating  to  reeearch),  and 
4icX2)  (relating  to  training,  technical  asiisUnc*, and  iaformaUon  fttfc  p.  nsi 
dissemination)  of  this  Act.  giving  special  coaeideration  to  con- 
tinued  funding  of  child  abuse  and  neglect  progruM  or  projects 
(previously  funded  by  the  Department  oT^etltlDaBd  Huroan 
Services)  of  national  or  retional  scopt.and  deoooetated  effsc- 
tive,»ess.  (C)  $5,000,000  shall  ^vi^f^^mAPtAy^^T 
grants  and  contracts  under  sectMO  4(a)  ibr  tMOfitt^^ 
ment,  and  prevention  of  sexual  abuaeb  ind  (D)  |8,P00^  ^ 
be  available  in  each  such  yew  for  thi  pwpoet  of  making 
additional  grants  to  the  SUteo  to  cany  out  tlM  wevieiona  of 
secUon  4(cxl)  of  this  Act  With  mftA»  MOf  flfegl  yyr  in 
which  the  total  amount  approMiatod tmmmmOkn  mUm 
than  $30,000,000,  funds  shall  fint  bt  afiiliWt  M^BWfided  in 
clauses  (A)  and  (B)  in  the  pwpeing  ewtsncoMd  the  wmaiih 
der  one-half  shall  be  availablo  as  piwdded  fcr  in  daaio  (Q  and 
one-haJf  as  provided  for  in  dauit  (0)  is  tho  piwedisg  sen- 
tence.". 

(b)  Section  5(b)  of  the  Act  is  repealed.  «  U5C  5104. 

ADVISORY  BOAKO  OH  CHUO  AMMJiMD  MIOUCT 

g»105.  (a)  The  first  senten§a  Of/eetfloi^WaJ^of  the  Act  is  42USC5i05. 
aashdsd  by  striking  out  "includlng"'ani.iU  tbaiibUowa  thereafter 
%ou|h''Administratioa;".     .   .      •    '.^.^v  u  i. 

a>) lection  6(a)  of  the  Act  is  ft»rther  ameniM^iMwtta^  •»  th* 
vdithtreof  the  foUowing  sentoncK  '"fto  AMenr  BoMjimay  bo 
usslable.  at  the  Secretary's  requeet.  to  assist  Secretary  m 
coordinating  adopUon-ralcted  activitko  of  tho  Fbdsnl  Govern- 

(cXl)Section6(b)ortheActiBrep;iled.  ^   .»^..«,Ww 

(2)  Subsection  (c)  of  section  6  of  tho  Act  la  rodeslgnitod  ai  subsec. 

cooaoiNAnoN 

Sea  106.  Section  7  of  the  Act  ia  amended  by  sWkiaf  out  "be-  42  USC  5i08. 
tWMn"  and  inserting  in  lieu  thereof  "among'^ . 
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Part  B-Services  and  Triatmint  for  Dmaiud  IsrAtrrs 

NEW  OEriNmON 

I  SC Sec.  121.  Section  :i  of  the  Act  is  furthtr  aintn<M~ 

•  1)  by  striking  out  "thii  Act  tht.  ttrm  'chiW-tbui*  and  n*. 

,  »u^"?  'f*  Htu  thereof  tht  followinr  "Thi.  Act« 

1 )  the  term  "child  abust  and  nMlact' 

.  f  by  striking  out  th«  pariod  at  tKt^  and  thMvofand  inMrtinc 
m  lieu  thereof  a  semicolon  and  tha  word  "and'*;  and  ^ 

i 'm.^?'  f*^,f         ^'■}^  by  taction  102(3)  of  thU 

Act)thefollowmgnawcl»ttat: 

•:(3)  the  tern  Vithholdiflt  of  miidfcally^  trtatmtnf 
means  the  failure^tp  rtafSod  to  tha^lnCiiit'a  lifc-threattnint 
conditions  by  providing  tn^mant  (iadudiiw  afiprapriata  wSt 
tion.  hydration,  and  ma5%^  whkM?tS?S5^ 
cian  s  or  physiciana*  rta«maUt>>adiaa  jM^PMt*  iHuVmSt 
likely  to  be  efftctivt  in  amaUontlnf  or  oarmtiiif  «U  aSi 
conditions,  except  Eha(;'tha  ttm  dow  not  inetud^iit  faUunite 
providt  treatmentlothar  than  apprapriirtt  witritioii.  hydration, 
or  medication)  to  an  infant  whan,  in  tlMi:tt«itiai  pl»iriei«n'a  or 
physicians'  reaipnabla  roadidU^^  J^^  Sm  iaAuit  it 
chronically  and  irrevawiWy  oomatoiai  (B)  Um  proviaioii  of  audi 
treatment  would  M  m^y  imljMff  dfiof.  (iO  Ml  bt  iflbetiv*  in 
ameliorating  or  corroetinf  ail'  or  tat  iawMft  liMuiatoniac 
condiUona,  or  (iii)  ctharwiaa  ftitilt  ia  tanM  of  tlM  turvivalor 
the  infant:  or  (C)  tht  provitiott  oC  Midi  tnttaant  would  hf 
virtually  futila  m  tarma  of  thii  aunrivid  oT  tht  iafimt  and  tho 
treatment  itself  nqdwr  aueh'  cirauMtaaeat  would  bo  inhu* 
mant.  . 

aiSad-         "  ^  th3.ABt  (4t'UAa-  5108(bX2))  it 

(1)  by  striking  our  "and"  at  tht  and  of  dMUfe  O); 

inserting  ^in  liau  tharaof  a  amieelon  tad  tht  woid  "tad";  tad 
^  cI«*MJ):  tht  MMi^'atw  clkutK 
.  (K)  mthia  ona  yatr  aftar  tht  Artt  ofitht  aaactaiaat  flf 
tht  Child  Abiy  A«5^ 
pureoat  <>'.l^n»oodln«  tt^  rMtS^ 
mcludinf  inttam^of  w^b^  iaSSSd 
treatmtn^^diaabltdli^      MfcHiSKliig  rntiiH 
tions),  procadupaa  or  prograeai;  or  b^'  (wilhiB  t)»  Slatt 
child  protwmvt  aarvieaa  qralaaa  to  inm^ke  0)  eooidiat* 
tion  and  consultatida  with  iadividuaii  Hiahiiiiiii  hy  tad 
witlUn  appropruita,hadth4tft  (iOjpraaipt  aetifl- 

cation  by  indmduala  daaignitld  by  tad  wiOilii  apjr^riatt 
hea  th<ara  fac^itiaa  of  etaaa  of  auajptdtd  BMtfSTnaflaet 


Antt.  p.  1749, 


4«2 


including  instance  of  withhokUaff  of  aMdktUy  iadicatad 
trev^tment  from  disabtod  ialkatt  ii^7'^^>thittt«^  oondi* 
tioju\  and  (iii)  authority*  uadar  Sttt;W»  he  tb»  Stata 
cnild  protective  sarvict  mtoai  to  jpunut  aay  legal  rar*. 
dies,  including  tna  authority  to  iaitiattligal  practadinfii  in 
a  court  of  compaUnt  Juriadkitioa,  m  iaay  bt  aacaaaary  to 
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prevent  the  withholding  of  medically  indicated  treatmen; 
from  disabled  infants  with  life-threatening  conditions.". 

ADOITIO.S-AL  STATE  CRA.STS  AND  ASSISTANCE  rOR  TRAINING,  TECHNICAL 
ASSISTANCE.  AND  CLEARINGHOUSE  ACTIVITIES 

Sec.      lai  Section  4  of  the  Act  is  further  amended  by— 

•  1 1  redesignating  subsection  (c)  as  «ybsection  (d),  subsection  (d) 
as  subsection  <ei.  and  subsection  (e)  as  subsection  (f);  and 
(2)  inserting  after  subsection  (b)  t^*^  Allowing  ntw  subsection: 
"'cKD  The  Secretary  is  authorized  to  make  •dditional  grants  to 
the  States  for  the  purpose  of  developing,  establishing,  and  operating 
or  implementing—  .     .  ^ 

"(A)  the  procedures  or  profframs  required  under  clause  (K)  of 
subsection  (bX2)  of  this  section; 

"(B)  information  and  education  proframt  or  training  pro* 
grams  for  the  purpose  of  improvinc  the  provitioo  of  services  to 
disabled  infants  with  life-threatenini  conditions  fM*  (D  profes- 
sional and  paraprofessional  peisonnM  ooncemed  with  the  wel« 
fare  of  disabled  infanU  with  lifHhreateninf  ootuUtioni,  includ- 
ing personnel  employed  in  child  pro(«ctiv«  services  programs 
and  health-care  facilities,  and  (ii)  the  partnte  of  such  infants; 
and 

•VC)  programs  to  help  in  obtaining  or  coordinating  necMsary 
services,  including  existing  social  and  health  aerrkes  and  finan- 
cial assistance  for  famiuet  with  dlsablid  iatenti  «dth  life- 
threatening  conditions,  and  those  asrvicii  neeaeissT  to  facilitate 
adoptive  placement  of  such  l^ifanta  who  have  been  rMinquished 
for  adoption. 

"(2XA)  The  Secretary  shall  provide,  directly  or  through  grants  or 
contracts  with  public  or  private  nohproOi  orfamsanoMi  for  (p 
training  and  technical  assistance  programi  to  asrtrt  SUtes  ia  dev^l. 
o);ing,  establishing,  and  operating  or  im|4efneiiti^  program*  ana 

Jrocedures  meeting  the  reouiitmeats  or  cUum  (fOm  MbaectioA 
)X2)  of  this  section;  and  00  the  establWinietit  •ad'ope^Uon^of 
national  and  regional  infonnatioh  and  lesom  dm^itt^mfot 
the  purpose  of  providing  the  noak  cuRiot  and  compMa  iBfonB4\tion 
regarding  med&al  treatment  Mocedurse  and  w?o«w«  »d  ooaau- 
nity  resources  for  the  proviiiott  of  •enriese  SAd  toMt»ent«BC  eUo- 
sbied  infanU  with  life^hiMiteniiic  ooaditioM  Madte  eomp^^ 
maintaining,  updating,  and  dissemlnatiaf  rscloiial  dbectorif  of 
comrcunity  servicea  and  reeouroea  (indoffif  Manea  and 
numben  of  Sute  and  local  medical  organisatiooi)  to  a«ist  pw»nti. 
familie*.  end  physicians  and  iseking  to  coonUnate  thd  tvailabiUty  of 
appropriau  refgional  education  reeourcei.«X'.heeIth<a5i  peraonnel). 

"(B)  Not  more  than  $1,000,000  of  the  fUadi  apwopriaUd  for  wy 
flscal  year  under  section  5  of  this  Act  may  be  used  to  cany  out  this 

^%^?S»t  later  than  210  days  after  the  date  of  the  •nactowt  of  the 
Child  Abuse  Amendments'  of  1984,  the  SeCToUiy  shaU  h*r*.*T 
capabUity  of  providing  and  begin  to  provide  Oie  tn^iot «» 
cai  assistance  described  in  subparagraph  (A)  of  this  P^'H'*^^' 
(b)  Section  4  of  the  Act  is  farther  amended  by  adding  after 


42USCSI03. 


Public 
information. 


Antt.  p.  1752. 


Contracts  with 


paragraphia)  the  following  new  pMagraph: 

"(4)  Programs  or  proiecU  related  to  child,  f*«M«»4 
aasuid  Sderpart  6  of  tiUelV  of  the  Sodal  Sea?rftar  Act  shaU 


42U9CS104. 

42  use  5103. 
42  use  620 
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comply  with  the  requiremenU  set  forth  in  clauaet  (B».  (C).  (E).  (Pi 
.uid  'K)of  paratrraph 


Anw  p  .'.V 


SKCULATIONS  AND  QUIOKUNn 


SKC  1-M.  luxl'/  Not  later  than  60  days  alter  the  date  of  the 
.-.jactnient  oMhts  Act.  the  SccreUry  of  Health  and  Human  Servlcw 
heremaiter  in  this  part  reft/red  to  as  the  "SecrtUry")  shall  pubtish 
proposed  regulations  to  implement  tht  requirements  of  section 
4.b.2HKi  of  the  Act  (OS  added  by  MCtion  imfittMi  Act). 


464 


>  J)  Not  later  ^han  180  dayt  after  the  date  of  the  enactment  of^his 
Act  and.  after  completion^of  a  procaea  of  net  less  than  60  days 
"?^'c«,.*P«*  opportunity  f5»r  puMk  commmH,  the  Secretaiy  shall 
puDhsh  nnal  regulations  under  this  suhisctton. 

ibxi)  Not  later  than  WdaM  after  tte  date  of  tfieenac^ 
Act.  the  Sccretanr  shaU  publish  iatfrin  nodot  tuidelinee  to  encou^ 
age  the  esublishment  within  henttlKnre  teuitisii  U  committees 
whichvwouid  Mive  the  purpQi«ore«ii^^  a„4 
families  of  disabled  infanta  mth  Ifli  thimtwli^  esodutioM,  racom* 
mendinf  institutional  policial  aatf  guMlUaii  eoMirtting  tho  wlth> 
holdinf  of  medically  indicated  trantaMiH  tea  Uitl  .tarai  la  deftned  in 
Antt.  p.  1732.  clause  (3)  of  section  3  of  tht  Act  (a*  ndM  fegr  ateliea  121(3)  of  thit 
Act))  from  such  infants,  and  effiwinf  oaintsi  and  review  in  case* 
mvolvinf  disabled  infanta  with  V  '^UindltiiiMiDeaditiona. 

(2)  Not  later  than  180  daya  tht  dale  tTlht  taactmtnt  of  thit 
Act  and  after  completion  of  a  ptrM  tfMl  kn  than  60  d«ya  for 
notice  and  ^pwitunity  for-«iiWic  oooHMOt,  tht  Seccetaiy  shall 
publuh  the  model  fuidelm* 

RXPOKT  ON  fINANCUL  SMUICW 

Study.  Sec.  125.  The  Secretiiry  shall  conduct  m       It  determine  tht 

most  eflectiye  means  of  provitttnf  FWseal  floandal  'support,  other 

42  use  1305.  than  the  use  of  funds  provided  throi«h:tht  Sedal  Seeuri^ Act,  for 
the  proviskm  of  medi^  trsttmtat.  irniwia  CMi^  tod  apficopriatt 
social  servKea  f^distbltd  in6nti.i«5bliaK)Mi2^  condiSoat. 
Not  later  than  Zi^^  iMy  a(Ur  tht  M  tfiht  fHM^Mnt  of  tUH  Act. 
the  Secretaiy  shaU  report  t]«t  ntnlli  of  tlMattti^  It  tht  (tii^N«^ 
Committees  of  the  Concnti.aad  ahUI  laeMiit  Itt  tht  nport  such 
recommendationa  for  legialatioB  to  pcovidt  Mch  financial  support  aa 
the  Secretp-v  ooosiders  apptopriatt. 


tKHJOOMTATION 


42  use  5103  Sic. 

submit 


126.  Not  Uter  than  OetolNr  U  IMT,  tht  Seeretaiv  shaU 
to- the  appropriate,  Cownilttasa  of  Utt  CtefpMa  a  detailed 
report  on  the  impt«mentatioa  and  the  e(Iec*s  of  the  provisiona  of 
this  part  and  the  amendmenta  made  hf  it 

STATOTOftY  OONfmUCnOM 

42  use  5101        Sec.  127.  (a)  No  provision  of  this  Act  or  aoy  amendment  made  by 
this  Act  is  inunded  to  affect  any  right  errprotaction  under  section 

-J9  use  794.       m  of  the  RehabiliUtion  Act  of  197S. 

(b)  No  provision  of  tlus  Aet  or  any  amendment  made  by  this  Act 
may  be  so  construed  as  to  authorua  tht  Secretary  or  any  other 
governmental  entity  to  establiih  ttandardt  prsteribing  speciuc  mod* 
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ical  treatments  for  specific  condition*,  except  to  the  extent  that  such 
standards  are  authoriz*^  by  other  Uwt. 

ic>  If  the  provisions  of  any  part  of  this  Act  or  any  amendment 
made  bv  this  Act  or  the  application  thereof  to  any  person  or 
circumstances  be  held  invalid,  the  provisions  of  the  other  parts  and 
their  application  to  other  persons  or  circumstances  shall  not  be 
affected  thereby 

EfTECnVC  OArSS 

^EC.  12S.  la)  Except  as  provided  in  subsection  (b),  the  provisions  of 
this  pare  or  any  amsndrfient  madt  by  this  part  shall  bt  tffectiva  on 
the  date  ofthe  enactment  of  this  Act  .  ^  , 
■  ibXl)  Except  as  provided  in  ptrafraph  (2),  tht  amendmtnta  made 
by  sections  122  and  123(b)  of  thi«  Act  shaU  b«»roa  tfTacUv*  cm  year 
Jler  the  date  of  such  enactroant  "  .  ,  _  ^ 

(2)  In  the  event  that,  prior  «6  such  •ffectivt  dat«,^ftindi  havt  not 
been  appropriated  pursuant  to  tKtkm  5  of  t)M  Act  (at  aiMiMM  by 
iSion  104  of  this  Act)  for  tht  purpoat  of  mnto  und*  MCUon 
SSl)  of  the  Act  (as  i>dded  by  aactk»  laW  o?  MMAg^,  W  Stats 
which  has  not  met  any  rtquUrtrotnt  of  sactioo  4(b)(ZXK)  cftha  Act 
(IS  added  by  section  122(3)  of  thia  Act)  may  ba^irantad  a  ^nbnr  ot 
luch  requiremenu  for  a  period  of  not  mora  than  o^.JfMiif  «*• 
SecreUry  finds  that  such  SUU  ia  making  a  |ood-Wth  affoct  to 
comply  with  such  requirements. 

ITTLE  n-AMENDMENTS  TO  "^^I^^SS^.^Sl^J^SiS^i; 
TION  AND  TREATMENT  AND  ADOPTION  KEFOIUi.  ACT  OP 


1978 


nNDINCS  AND  OfCLAXATION  6W  TUUOa 


.Sic.'  201.  (a)  The  firat  senUnct  of  aadico  201  of  ^J^J^^ 
Rtvention  and  Treatment  and  Adoptioo  Rafena  Art  of  1W8(^ 
l?aa'5Ul)  (hereinafter  in  this  titk  rafotad  to  m  "the/Act^  ia 

(l>by  insertinf  "tht  waiHttt  ^  S'O^Sf^  j' J^^H^ut 
Institutions  andToatar  bomat  aad  dMMi  infiuita  irtA ^ 
thxtattninf  conditiona  may  ba  to  aarioua  Jaopardbr  and  that 
•6mt  sucTchildrtn  art  to  oaai  of  itooanaiit  to  paraiaaant, 
adoptive  homaa;that''aftai'**Jiarl<th^?aD^^ 

(2)  by  inserting  "hatt  madktlly  lMicttadiMttroantwithhald 
^ from tham, nor'*  afttr"aho«14not^.^^^       ,    -  .^jt^ 

(to  Tha  sasond  a«»tanct  of  ••'^fi^SLSf  '^^lS^ilS!!^^ 
J\)  by  toaarttoff  a  comma  anilaj^tof  ^Mfi  tefuito  wife 
UftttmtaniMConditionfc^aftar^apa^ 
(2)byam«»SiMrctouat(©towidaa«^ow 
"(2)  providing  a  nwchaniaa  ftr  tha  Daptrtmcnt  of  Health  and 
Human  Servicaa  to~  "* 

"(A)  promota  qu«li^  itandaipda  for  adoptloBaanricaa,  prt- 
placement,  poat-plactmant,  w^Pogy.W*}^ 
mg,  and  staiadaris  to  protect  tha  righta  of  chfldrao  to  naad 
of  adoption;  • 
"(B)  cc^rdinato  with  other  Fadaral  dapartmantt  and 
agencies,  ih.Huding  tha  Bureau  of  tht  Cena»ia,  to  iwyidt  for 
a  national  adoption  aikl  foalar  cart  information  datapath, 
erihg  and  analysis  system;  and 


Provision*  h«ld 
invalid. 


ri  use  5102 
noU. 


Autt,  p.  1759. 
AnU.  pi  1751 
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-tC)  maintain  a  national  adoption  txchangt  to  brin- 
together  children  who  would  b«nefit  by  adoption  and  ouiif 
lied  .prospectjve  adoptive  parenta  who  art  seekine  such 
children.  • 

MOOEL  A0O?flOS  LtCWUTlON  AND  M^tiORUI 

"i-'a)  Act  U  amandad  by  striking  out 
Hea  th.  Education,  and.  Wa!fart^'  and  inaarUng  in  lieu  thlv^r 
Health  and  Human  Services  . 

•bi  Section  202(c)  of  the  Act  is  at<3end«l  by  inatrtinf  at  thu  and 
thereof  the  following  new  senttnca:  'Uw  Sacrf^ary  ahall  coordintt* 
efforts  to  improve  fiata  legislation  wi^h  natiaiaC  Stata,  arid  local 
child  and  family  swrvtces  orcaniationi.  ineludinc  organiiationa  rto. 
resentative  of  minorities  and  adioptiv*  ^uniiiti.". 

'O  Section  202  of  tha  Act  ia  Autfitr  aoMikM  V  inaartinc  at  tha 
end  thereof  the  following  nawaubaactkm:  '     .     •  "w 

"(d)  Tha  S«crejt$^  shall  raviaw  aU  modH  adopti^  lagislation  and 
procedures  publtshtd  undar  this  aactioo  aad  propoaa  such  chaniaa 
as  are  considered  appropriata  te'fadUtat*  adopUoa  opportunitiaa  for 
disabled  infanu  with  lifththrtaf^^af  coaaSm^ 


lNrOltMAT10?(  ANO 

42  use  5113.  Sec.  203.  (a)  Section  203(a)  of  tha  Act  la  muMM  atriking  out 
"Health.  Education,  and  W*]lutf*  wad  ioMctiM  in  liau  thanS 
"Health  and  Human  Sfrvica*:.'.  ~7*  . 

(hXl)  Saction-  203(a)  of  th*  Act  tt^ftuthar  mMM  hr  inmttiag 
before  tha  period  -at  tha  afr4  tharaoT  •  cnrfm  and  "laiduAM 
services  to  facilitaU  tha  auuptioo of  childraa  with ttpedal  naedacnd 
particularly  of  disabled  infanta  with  liliMhraaMaff  eonditkma  and 
services  t^  couplae  considariaf  adq^tioa  of  ddldm  w^th  apadal 
needa  . 

(cXl)  SecUoR  203(b)  of  tha  Act  is  amftndad  by  atriking  oui'in  tha 
matter  precadutg  cUusa  (1)  "aubaact^  (i)  ^if  thia  mctiiki"  and 
inserting  in^Uau  thaiaof. "this  titit?.. 
(2)  Saction  20mi)  of ' ths. AcX  U  tmmM  'tet-wad-  ar  fetewc 
"(1)  provida  (cftar  coaanttttkw  wttii  och^tMrnpriata  M 
eral  dapftrtaanta  and  ajanpiMb'  fnrtudff  At'  tktmn  of  tha 
Canmia  and  aM»ropr^ita  maf  siai  taal  apadas)  fbr  tht  natak* 
li'shnmt  and  (^^^  ef  &fledant  adoptte  and  fbatinr  cart 


data-gatharing  and  analyaia  agraMtrnTv 

!)SKtioa  203(11}  of  tha  Act'  '  ' 


(3)  Saction  203(b}  of  tha  Act  ii  I 

(A)  by  atrikinf  out  "oarMt  ooiipi^  Ji  aliMia  (4)  and  inaartinf 
in  liau  tharaof  ^'adoptiv*  tmOf  frMM  Mi  aiaorify.grmpa''^ 

(B)  by  striking  out^W^aUtMlMdtfdM^  ' 

(C)  by  radaaignating  clausa  (ST  as  datna  fn.ind  by  inaarting 
immadlataiy  altar  dauaa  (4)  tha  Mlowlaf  mw  dauaaa: 

"(5)  ancouraga  irivblvamaiU  of  eononttoosiaad.am&ll  busi* 
nessas  in  supporting  adoption  as  a  poawva  ttadly^traflgtbaning 
option,  including  tha  aatabUahmant  of  adojptioa  bancfit  po 
grams  for  cm'i^oyeta  who  adopt  diildfon; 

"(6)  continue  to  study  tht  natura,  aoopsb  and  afTacta  m  the 
pi  "cement  of  childran  in  adoptiva  homas  (not  including  tha 
homes  of  stepparents  or  ralitivas  of  tha  diUd  quattion)  by 
persons  or  ag8neiea  which  ara  not  Ucanaad  oy  sit  aubio^t  to 
regulation  by  any  gov«mmantal'antiqr;and'^i  and  ' 


4^ 


ERIC 


PUBUC  LAW  98-457-OCT,  9, 1984  98  STAT.  1757 

(D)  by  atriking  out  "H«#5»»  Bducttiom  and  ^Ift»",and 
(at  radtttgaaMd  by  dauit  (C)  of  this  paragraph). 

AUTHpaOATION  OF  APmpMUATIONf 

Sic  204.  Section  205  of  the  Act  »;amtnded  by  atrikingout  "and"    42  use  SU5. 
fter  "1978."  and  by  inserting  a  ccmraa  aad"and  |5,0WJW0  for  each 
fiscal  years  1984, 198t  198S,  and  1987,"  after  "fiscal  years". 
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DEPARTMENT  OF  HEALTH  AND 
HUMAN  SERVICES 

Of  net  Of  Hufluin  Devtlopmtnt 
S^*vic«s 

4SCFRPart1M0 

Chlkl  AbuM  arvd  Neglwl  P«v«ntfon 
«Hl  TrMtmtnt  Prosram 

AOniCY:  OfHce  of  Human  Development 
Services.  HHS. 
STiOHiRDil  rule>  

tVMMAim      nJe  contains  a  new 
basic  State  irara  requirement  to 
Implement  the  Child  AJjuse 
AmendmenU  of  1964  {Pcb.  L  96-157).  As 
a  condition  oi>eoeiving  Sute  granU 
under  the  Chilu  Abuse  Prevention  and 
Treatment  Act,  States  must  establish 
programs  end/or  procedures  within  the 
State's  diild  protective  service  system  to 
respond  to  reports  of  medical  neglect 
including  reports  of  the  withholding  of 
medically  indicated  treatment  for 
disabled  infanU  with  life*threatening 
conditions; 

Other  dianges  in  regulations  reouired 
by  tHese  AmendmenU  %vill  be  published 
as  a  separate  NI^M  at « later  c)ate. 
DATts;  This  nile  is  v^ffective  May  15. 
1985.  However,  as  spedfied  in  Pub.L. 
96-457  and  the  rule,  operative 
requirements  become  effective  October 
9.1965. 

PM  nmTHCit  mroRMATiOM  comtact: 
Jay  Olson.  (202)  245-2659. 
SUmCtttNTAIIY  INF  ORMAnOM: 

Program  Description 

The  Child  Abuse  Prevention  and 
Treatment  Act  (Public  Uw  92-247. 42 
U5.C  5101.  tlseg.)  was  signed  into  lew 
In  1074.  It  esUblished  in  the  Department 
of  the  National  Center  on  Child  Abuse 
and  Neglect.  The  National  Center  is 
located  organizationally  within  the 
Children's  Bureau  of  the  Administration 
for  Children.  Youth  and  Families  In  the 
Office  of  Human  Development  Services. 

Under  this  Act  the  National  Center 
carries  out  the  following  responsibilities: 

•  Makes  grants  to  States  to 
implement  State  child  abuse  and  neglect 
prcvi  iiion  and  treatment  programs. 

•  I  *nds  public  or  nonprofit  private 
organizations  to  carry  out  research, 
demonstration,  and  service 
improvement  programs  and  projects 
designed  to  prevent  id'.!ntifyand  treat 
child  abuse  and  neglect 

«  Collects,  analyzes,  and 
disseminates  information,  e.g..  complies 
and  disseminates  training  materials, 
prepares  an  annual  sumir.ar>  of  recent 
and  on'going  rescdicb  on  child  abuse 


and  neglect  and  maintains  an 
information  clearinghouse. 

•  Assists  States  and  communities  In 
implementing  child  abuse  and  neglect 
programs. 

•  Coordinates  Federal  programs  and 
activities,  in  part  through  the  Advisory 
Board  on  Child  Abuse  and  Neglect 

The  Act  has  been  extended  and 
amended  several  times  since  its 
passage.  Regulations  for  the  SUte  grant 
and  discretionary  fund  programs  are 
found  at  45  CFR  Part  1340;  the  most 
recent  revisions  were  published  on 
Ishuary  23. 1983  (46  FR  3696).  The  fifty 
States,  the  District  of  Columbia.  Puerto 
Rico.  Cuam^  the  Virgin  Islands,  the 
Commonwealth  of  the  Northern  Mariana 
IsU  ids,  American  Samoa,  and  the  Ttust 
Territory  of  tiie  Pacific  Islands  are 
eligible  to  apply  for  State  trants.  Fifty* 
one  of  the  futy*^^ven  eligible 
Jurisdictiona  nriet  the  rtquirements  of 
the  Act  and  the  regulations  and  - 
currently  receive  State  mnt  funds*  We 
will  »fer  to  these  iurisdictions  u 
''Siates*'  in  this  preamble  discussitm. 

Stats  CbOd  Prolactiva  Service  Systaaa 

Funds  from  the  State  grant  program 
am  used  to  support  the  activities  of  the 
sute  Child  Protective  Service  (CPS) 
system.  State  CPS  agencies  are  the 
agencies  designated  in  the  State  to 
respond  to  reports  of  child  abuse  4nd 
neglect  (All  States  have  a  CPS  system 
and  CPS  agency  whether  they  receive 
State  grant  funds  under  the  Act  or  not) 

The  CPS  agency  responds  to  reports 
of  abuse  and/or  neglect  investigates, 
refers  situations  to  law  enforcement 
officials  as  appropriate,  arid  provides 
treatment  and  services*  The  focus  of  the 
agency's  efforts  is  on  the  family*-to 
protect  the  child,  preserve  the  home. 
Prevent  separation  of  the  tMd  from  the 
family  if  at  all  possible,  prevent  further 
abuse  or  neglect  and  alleviate  or  correct 
the  factors  leading  to  the  report  The 
agenc>*  generally  regards  its  contact 
with  the  family  as  a  demonstration  of 
community  concern  and  evidence  c^a 
desire  to  be  of  help  to  both  parents  and 
children* 

Anyone  in  a  Stale  may  report  known 
or  suspected  .abuse  and  neglect  Local 
(city,  county)  telephone  numbers  for 
reporting  are  found  in  »:>cal  telephone 
directories.  States  that  have  a  State* 
wide  24*hour  hot  line  typically  give  that 
number  wide  publicity.  The  list  of  CPS 
agency  contacts  in  the  NPRNf  was 
provided  for  general  information 
purposes  regarding  the  overall  child 
protective  service  system,  not  for 
reporting  speciHc  instances  of  abuse  or 
neglect. 

Investigations,  services,  and  other 
activities  may  be  provided  by  CPS 


agency  staff,  by  law  enforcement 
agencies,  by  multidisciplinary  teams 
(many  of  which  are  located  in  major 
hospitals),  and  by  utilizing  the  services 
of  other  public  and  voluntary  agencies 
in  the  community.  Most  CPS  worlcers 
have  specialized  training,  and 
multidisciplinary  fact-finding  teams 
often  have  some  expertise  in  medicine, 
law  and  law  enforcement,  as  well  as  in 
social  work. 

Notice  of  Proposed  Rulemaking 

On  December  10. 1964.  the 
Department  published  a  Notice  of 
Proposed  Rulemaking  (NPRM)  (49  FR 
46160)  to  implement  a  major  new 
requirement  in  Pub.  L  96-457.  the  Child 
Abuse  AmendmenU  of  1064.  This 
reouirement  applicable  to  CPS  agencies, 
is  found  in  a  new  clause  (K)  in  section 
4(b)(2)  of  the  Child  Abuse  Prevention 
and  Treatment  Act  It  mandates  that  in 
order  to  qualify  for  bcsic  State  grants 
under  the  Act  States  must  by  October 
9. 1965  (firithin  one  year  of  enactment), 
have  programs  or  procedures  or  both  in 
place  within  the  State's  CPS  system  for 
the  purpose  of  responding  to  reports  of 
medical  neglect  including  insUnces  of 
the  withholding  of  medically  indicated 
trf'^ment  (Including  appropriate 
nutrition,  hydration  and  medication) 
from  disabled  infants  with  life* 
threatening  conditions. 

A  definition  of  "withhoSding  of 
medically  indicated  treatment"  is  given 
in  section  ^  of  the  Act  and  means  the 
failure  to  nsspond  to  an  infant's  life- 
threatening;  conditions  by  providing 
treatment  (including  appropriate 
nutrition,  hydration,  and  medication) 
which,  in  the  treating  physician's 
reasonable  medical  judgment  will  be 
most  likely  to  be  effective  in 
ameliorating  or  correcting  all  such 
conditions.  Exceptions  to  the 
requirement  to  provide  treatment  (but 
not  the  requirement  to  provide 
appropriate  nutrition,  hydration,  and 
medication)  may  be  made  only  }n  cases 
in  which: 

(1)  The  infant  is  chronically  and 
irreversibly  comatose:  or 

(2)  The  provision  of  such  treatment 
would  merely  prolong  dying  or  not  be 
effective  in  ameliorating  or  correcting  all 
of  the  infant's  life-threatening 
conditions,  or  otherwise  be  futile  in 
terms  of  the  sur/ival  of  the  infant:  or 

(3)  The  provision  jf  auch  treatment 
would  be  virtually  futile  in  terms  of  the 
sur\'ival  of  the » ifan  and  the  treatment 
itself  under  such  drcumstances  would 
be  inhumane. 

The  Amendmsnts  also  required  the 
Department  to  publish  interim  model 
guidelines  to  encourage  hospitals  to 
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establiih  committees  to  educate  hospital 
ptrtonnel  and  families  of  disabled- 
infRnts  with  life*threatening  conditions, 
recommend  inaUtutional  policies  ^tm 
Quidelines  concerning  withholding  of 
medically  indicated  treatment  ^iTom  such 
infanta,  and  offer  couiisel  and  i^view  In 
cases  Involving  such  disabled  infants. 
Interim  Model  Guidelines  were  also 
published  on  December  la  1984  (49  FR 
48170). 

We  received  more  than  116,000  letters 
in  response  to  the  NPRM  and  the  Interim 
Model  Guidelines  from  a  wide  range  of 
asicciationt  and  Individuals.  Tlie 
overwhelming  majority  of  these 
comments  expresse'd  general  support  for 
the  regulation.  Many  letters  strongly 
endorsed  the  requirement  that  all 
disabled  infants*  regardless  of  their 
condition,  receive  appropriate  nutrition 
and  hydration*  and  the  Department's 
interpretation  that  the  law  did  not 
permit  life  and  death  treatment 
decisions  to  be  made  on  the  basis  of 
subjective  opinions  regarding  the  future 
-quality  of  life"  of  a  retarded  or 
disabled  penoa  Many  of  these 
commentera  recommended  the  addition 
of  more  specific  requirements  they 
believed  would  more  effectively  protect 
disabled  infants. 

A  nur:ber  of  commentcrs  disapproved 
of  the  proposed  rule.  Some  of  them 
objected  ta  any  governmental  action 
that  they  believed  interfered  with  an 
individuaVs  right  to  make  personal 
decisions  in  this  matter.  Some 
commenters  urged  deletion  of  specific 

£ revisions  of  the  proposed  rule  they 
ellevcd  were  excessive  or  distorted  the 
intent  of  Congress.  Frequentlv  Identified 
in  this  connection  were  the  clarifying 
deilnitions  the  Department  proposed  to 
support  the  basic  statutory  definition. 

In  addition,  during  the  comment 
pwriod.  we  net  with  representatives  of  a 
number  of  ri^l-lo-Iifc.  disability  rights 
and  medical  organizations.  A  surnvnirv 
of  the  issues  discussed  and 
recommendations  m&de  at  these 
meetings  is  included  in  the  Department's 
public  comment  reconi. 

Summary  of  the  Fin^l  Rule 

In  the  NPRM.  the  Department  sought 
to  adhere  closely  to  the  letter  and  spirit 
of  the  legislation.  As  noted  at  that  time, 
this  legislation  was  the  product  of  an 
cxUaordinary  effort  on  the  part  of 
several  Senators  and  Congressmen  and 
representatives  of  a  wide  ran^e  of 
medical.  right-to«]ife  and  disability 
organizations  to  forg^  a  substantibl 
cunsnnsus  on  an  effective  and  workable 
program  to  assure  the  provision  of 
appropriate  medicul  care  to  disabled 
infants.  It  was  and  continues  to  be  of 
great  importance  to  the  Department  to 


preserve  and  advance  this  consensus  in 
order  to  most  effectively  implement  this 
program. 

It  is  clear  that  the  legislation 
represented  a  ctireful  balance  between 
the  need  to  estab!ish  effective  protection 
of  the  rights  of  disabled  infants  and  the 
need  to  avoid  unreasonable 
governmental  intervention  into  the 
practice  of  medicine  and  parental 
responsibilities.  In  the  KPRM*  the 
Department's  principal  objective  was  to 
replicate  this  careful  balance  achieved 
in  the  legislation.  Commenters  on  the 
NPRM  save  thf  Department  "mixed 
review?*  on  how  well  this  objective  was 
accomplished. 

Of  special  alF^nificance  to  the  ^ 
Department  v/ere  the  ma'  than  lisiooo 
vtters  from  concerned  dtizens  who 
•  */ongly  endorsed  the  compelling 
objective  of  assuring  the  provision  of 
medically  indicated  treatment  to 
disabled  infants  with  life-threatening 
conditions. This  was  en  overwhelming 
cutpoun.^  of  letters  from  concemeid 
citizens  ^m  all  walks  of  life  which 
signlHcantly  contributed  to  and 
reinforced  the  Department's 
commitment  to  develop  an  effective  and 
woricable  regulation.  Several  major 
themes  cle*.^y  t  ner:g?d  from  this 
extraordinary  volume  of  comments. 

First,  many  of  these  commenters 
urged  continued  emphasis  on  the  basic 
principle  inherent  in  the  statute  that 
medical  treatment' decisions  are  not  to 
be  made  on  the  basis  of  subjective 
opinions  about  the  future  **quality  of 
life**  of  a  retarded  or  disabled  person. 
Many  of  these  comments  included 
personal  and  positive  experiences  and 
anecdotes  relating  to  raising,  being 
raised  with,  adopting,  working  ivlth.  or 
teaching  disabled  individuals.  Some  of 
these  comments  included  photographs  of 
natural  or  adopted  disabled  children  or 
family  members. 

Second,  these  commenters  urged 
adoption  of  requirements  for  child 
protective  rervices  agencies  to 
implement  program  and/or  procedures 
to  fully  effectuate  the  compelling 
statutory*  purpose.  Suggestions  were 
made  for  additional  procedures  dealing 
with  access  to  medical  records  and  the 
opportunity  to  obtain  an  independent 
medical  examination,  when  necessary. 

Third,  many  commenters  strongly 
endorsed  the  Department's 
interpretations  of  key  terms  included  in 
the  basic  statutoo'  definition  on  the 
grounds  that  these  clarifications  were 
proper  and  important  supplements  to  the 
statutory  definition. 

The  Department  also  received  a 
number  of  comments  from  medical 
associations  whose  support  was 
essential  to  accomplishing  the 


legislative  compromise  who  argued  thai 
the  careful  balance  evident  in  the 
statute  was  distorted  by  inclusion  in  iht 
proposed  ru>^  of  an  Inflexible  catalog  of 
binding  definitions  that 
counterproductively  constrained  the 
ability  of  reasonable  medical  judgment 
to  react  thoughtfully  to  the  myriad  of 
rea*  life  problems  in  intensive  care 
n-j  *eries.  These  commenters  made  cleai 
that  their^support  for  the  legislation  was 
based  on  inclusion  in  the  compromise  of 
deference  to  reasonable  medical 
Judgment,  and  that  this  element  was 
Insufficiently  reflected  in  the  proposed 
rule  to  allow  their  continued  support. 

In  addition  to  the  large  number  of 
comment  letters  we  received,  also 
noteworthy  was  a  letter  to  Secretary 
Heckler  from  the  six  princlpsl  sponsors 
of  the  •*compt)mise  amendment**  that 
became  the  provisions  of  the  Child 
Abuse  Amendments  of  1954  dealing 
with  services  and  treatment  for  disabled 
Infants.  HjIs  letter  from  Senators  Hatch, 
Denton.  Cranston.  Nickles.  Dodd  and 
Kassebaum  is  especially  important  In 
refler.iing  the  apirit  of  the  exiraordlnarv 
concensus  reached  through  what  the 
Senators  referred  to  as  the  *'pain5*taking 
negotiations'*  involving  the  diverse 
coalition. 

The  principal  sponsors  made  several 
significant  poinis.  First,  thny  noted  that 
each  word  of  the  statutory  definition 
"was  chosen  with  utmost  caw/* -and 
Indicated  they  were  aware  that  the 
Department  received  numerous 
comrients  asking  that  the  clarifying 
definiiions  be  deleted.  Althoush  the 
principal  sponsors  did  not  specifically 
endorsee  these  recommendations.  Ihey 
urged  that  they  be  given  **every 
consideration'*  to  ensarf  ihat  the  ^nal 
rule  is  crafted  with  the  same  degree  of 
care  as  was  the  statutory  definition. 

Second,  the  principal  sponsors 
strongly  urged  that  the  word  ^'imminent" 
not  be  used  to  characterize  the 
proximity  in  time  at  which  death  is 
anticipated  regardless  of  treatment  in 
the  context  of  situations  in  which 
treatment  (other  than  nutrition, 
hydration,  and  medication)  need  not  be 
provided.  Thiy  stated: 

In  the  negotiations  leading  ta  the  finri 
language,  there  way  much  diccutiFon  80out 
whether  or  not  to  include  the  word 
•*imaiinent**  In  the  statutory  definition.  It 
became  apparent  that  *'imminenS'*  wocid 
create  undue  confusion  both  because  it  was 
ambiguous  and  because  the  expected  time  of 
death  cannot  bf  predicted  with  prcr jiton.  A 
decision  was  m^^de.  therefore,  not  to  include 
"imminent",  and  we  urge  that  It  be  dropped 
in  the  regulations    well  Should  the  l«u  in 
its  prc>rni  fomi  prove  iniffective.  or  hdrniful 
to  infant  care,  wc  will  icck  appropriate 
legislatiit-rfmedien. 
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Third,  they  urged  tvoidtnce  of  the  uic 
ofeximplci  of  ipecific  medical 
condiUoni  In  a  way  that  wpuld  be 
interpreted  ai  **eitabhihing  federally 
prescribed  medical  standards  for 
approved  trealmecc  fof  specific  cases." 

Fourth,  the  principal  sponsonf  urged 
darificationa  concerning  ref^trences  to 
Infant  Care  Review  Committees  to 
^'specifically  make  dear  that  the  use  of 
auch  committees  Is  volunury.**  - 

Finally,  tbey  recommended  that  the 
**exlsting  cooperative  relationship 
between  sUte  child  protecUve  aer\'ices 
agencies  and  hospitals"  be  advanced  by 
providing  tb&t  the  names,  telephone 
numbers  and  tiUes  of  designated 
persons  in  the  hospital  be  made  known 
to  the  appropriate  notpital  sta^  and 
agency  staff. 

The  Department  has  considered 
carefully  the  recommendations  of  the 
many  comxnentera  ;^nd  the  prindpal 
aponaors.  This  cohiidtrtllon  has  led  to 
a  number  of  revisions  to  the  rule.  These 
revisions  reflect  a  resfTinnaUon  of  the 
Department*s,cbjectlve  of  replicating  the 
careiful  balance  accomplished  In  the 
legislation  by  the  six  prindpal  aponsort. 
the  diverse  cotliUon  of  medical.  p«)<llfe 
and  disablhty  oi^anizations.  rod  the 
Cfongresa  as  a  whole  between  the  need 
for  an  effective  program  and  the  need  to 
prevent  unreasonable  governmental 
intervention.     "     •  ,  , 

This  balandng  effort  has  produced  a 
number  of  dedsions.  First,  the 
Department  has  adopted  a 
recommendation  thst  appeared  to  be 
unanimous  among  all  of  the  medical 
assodations  whose  endorsement  was 
central  to  accomplishing  the  legislative 
compromise  to  delete  the  proposed 
rule's  clarifying  definitions  from  the  text 
of  the  final  rule.  Only  two  of  the 
darifying  definitions,  those  thai 
appeared  in  the  Conference  Committee 
Report,  have  been  adopted  in  the  final 
rule. 

Second,  because  the  Department 
continues  to  believe  that  guidance 
relating  to  interpretations  of  key  terms 
used  in  the  siatutory  defmiticn  of 
**withhnldlr.g  of  medically  indicated 
treatment**  will  ci^  in  effective 
.(jnpleDeniiition  of  the  statute  {a  belief 
shared  ^  many  comments),  the 
Departinent  is  stating  clearly  iU 
{nterp;etative  guidelines  regarding  these 
key  terms  in  an  appendix  to  the  final 
rule.  This  appendix  will  be  codified  as 
an  appendix  to  45  CFR  Part  1340.  In 
publishing  these  interpretative 
guidelines,  the  Department  is  not 
seeking  to  establish  them  as  binding 
rules  of  law.  nor  to  prejudge  the  exercise 
of  reasonable  medical  judgment  in 
responding  to  specific  circumstances. 
Rather,  this  guidance  is  intended  to 


assist  In  intcroreting  the  statutory 
definition  so  that  It  may  be  e^ectively 
and  rationally  applied  In  specific  cases 
so  as  to  fully  effectuate  the  statutory 
purpose  ofjprotecting  disabled  Infants. 

The  third  conclusion  artsing  from  this 
balandng  effort  Is  that  the  Department's 
Interpretative  guidelines  Induded  in  the 
appendix  to  the  final  rule  continue  to 
make  dear  the  Department's 
Interpretation  that  the  statute 
unambiguously  directs  reasonibl«) 
medical  jud^enU  to  matters  regardir\g 
treatment  (indudlng-appropriate 
nutrition,  hydration  and  meaicalion) 
which  •*will  be  most  likely  to  be 
effective  in  ameliorating  or  correcting** 
all  of  the  infant's  life-threatening 
conditions,  and  that  It  does  not  sanction 
dedslons  based  on  subjectlvt  opinions 
about  the  future  **quality  of  life**  of  a 
retarded  or  disabled  person. 

Fourth,  in  offering  the  interpretative 
guidelines  in  the  appendix  and  in 
providing  the  rationale  for  the 
interpretations,  the  Department  will 
avoid  using  examples  of  spedfic 
diagnoses  to  elaborate  on  meaning.  This 
action  snould  avoid  the  essential  thrust 
of  the  interpretative  guidelines  being 
lost  amidst  uncertainty  regarding  how 
the  cdditlon  or  aubtractidn  of  particular 
complications  or  medical  nuances  might 
affect  the  examples.  It  should  also  allay 
concerns  that  the  proposed  rule 
presented*what  aome  commenters 
referred  to  as  a  **cookbook  approach"  to 
the  practice  of  medicine. 

Fifth,  the  term  "imminent**  that 
appeared  in  the  proposed  rule  in 
connection  with  the  prognosis  that  no 
treatment  will  prevent  death  of  the 
infant  has  be  a  deleted  from  the 
Department't  .iterpretative  guidelines 
that  Appear  in  tho  appendix*  This 
revision  wiU  assure  no  deviation  torn 
the  resolution  of  a  matter  spedflcally 
decide'*  during  the  legislative 
negotiadons.The  guidelines,  however, 
continue  to  make  clear  that  treatment 
may  not  be  withheld  solely  due  to  a 
distant  prognosis  of  death. 

Stxth.  the  Department  has  adopted  the 
reconunendations  of  manv  commenters 
that  specific  provisions  of  the  rule 
address  child  protective  services  agency 
procedures  to  gain  access  to  medical 
records  when  necessary,  to  obtain  a 
court  order  for  an  independent  medical 
examination  when  necessary,  and  to 
identify  the  designated  hospital  liaison 
persons  to  facilitate  coordination  with 
the  child  protective  services  agency. 

The  Department  believes  these 
revisions  will  ensure  that  the  final  rule* 
reaffirms  the  legislative  commitment  to 
a  program  that  deserves  the  support  of  a 
diverse  coalition  of  associations  and 
individuals.  The  section«by-8ection 


analysis  in  this  preamble  and  the 
appendix  to  tl<e  final  rule  describe  these 
revisions  In  greater  detail,  and  discuss 
the  significant  comments  received  by 
the  Depsrtment. 

In  addition.  Model  Guldelinis  for 
Health  Care  Providers  to  Estcblish 
Infant  Care  Review  Committev^s  are 
being  published  elsewhere  In  tou::y*a 
Federal  Register^  along  with  a 
discussion  of  t*      mments  received. 

8ectioQ*bySectlon  Discussion  of  the 
.Conunaota 

Before  beginning  the  section  by 
section  discuesion-^  we  would  like  to 
respond  to  some  basic  Questions  and 
concerns  expressed  in  the  comment 
letters.  Many  commenters  asked  for 
darification  regarding  who  was  the 
decision  maker  for  the  treatment  of  the 
infant^what  was  the  focus  Ct  the  CPS 
agency's  concern,  and  exactly  how  these 
new  requirements  should  be 
Implemented. 

In  the  NPRM.  we  described  the  new 
requirements  in  the  context  of  a 
discussion  of  the  role  and  function  of  the 
CPS  system  and  Its  focus  on  the  family. 
The  dadsion  to  provide  or  withhold 
medically  indicated  treatment  is,  except 
in  highly  unusual  circumstances,  made 
by  the  parents  or  legal  guardian.  Parents 
are  the  decision  makers  concerning 
treatment  for  their  disabled  infanU 
based  on  the  advice  and  reasonable 
medical  judgment  of  their  physidan  (or 
physIdans],The  counsel  of  an  Infant 
Care  Review  Committee  (ICRC)  might 
also  besou^t.  if  available.  Therefore,  if 
a  report  is  made  to  the  CPS  agency, 
either  by  a  physidan.  a  nurse,  the 
person  designated  by  the  hospital/ 
health  care  facility,  or  by  eny  other 
person,  the  focu6  of  the  CPS  agency's 
wo^  wiU  be.  as  It  is  in  responding  to 
other  reports  of  child  abuse  or  neglect, 
to  protect  the  child  and  assist  the  family. 

We  want  to  emphasize  that  It  is  not 
the  CPS  agency  or  the  ICRC  or  similar 
committee  that  makes  the  decision 
regarding  the  care  of  and  treatmen!  for 
the  child.  This  is  the  parents*  right  and 
responsibility.  Nor  is  the  aim  of  the 
statute,  regulations,  and  the  child  abuse 
program  to  rugulate  health  care.  The 
parents*  role  as  decision  maker  must  be 
respecied  and  supported  unless  they 
choose  a  course  of  action  inconsistent 
with  applicable  standards  established 
by  law.  Where  hospitals  have  an  ICRC 
or  similar  committee  and  the  review  and 
counsel  of  the  ICRC  is  sought,  it  is  the 
rule  of  the  ICRC  to  review  the  case, 
provide  additional  information  as 
needed  to  insure  fully  informed 
decision-making,  particularly  in  difficult 
cases,  and  recommend  that  the  hospildl 
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k  CPS  agency  involvement  whao 
nacaisary  to  assure  protection  for  the 
infant  and  compliance  with  applicable 
letal  standards* 

With  rtapect  to  reporting,  we  also 
want  to  amphaslze  tnat  anyone  at  any 
iisnt  may  report  cases  of  known  or 
auapecteid  almse  or  neglect  to  the  local 
CPS  agency.  Reporting  may  be  required 
of  certain  categoTles  of  persons  by  State 
law.  but  reporting  is  not  limited  to 
cihysidane«  ICRC  members,  designated 
tndividuals  In  health  ca^t  facilities,  or 
any  other*.  We  hope  this  statement  will 
reassure  and  resolve  the  concerns  of 
many  commenters  vAo  appeared  to 
believe  that  reports  ooula  come  only 
from  individuals  designated  by  the 
hospital  or  health  care  fadltty.  or  other 
hot pital  personnel  a^.,  an  ICRC 

With  respect  to  how  the  new 
requirements  are  to  be  carried  out. 
several  key  pointy  clearly  emerge  from 
ihe  statute  and  the  legislative  history. 

Firsts  procedural  requirements  should 
build  upon  existing  mechenisJTS  et  the 
state  level  rother  than  creating  a  new 
eyetem  and  a  new  bureascrscy  to 
respond  to  reports  of  known  or 
suspected  Instances  of  the  withholding 
or  medically  Indicated  treatment  from 
infants  with  lifa^threatenlng  ccnditions. 

Second,  in  responding  to  such  reports. 
CPS  agencies  are  to  coordinate  end 
consult  with  individuals  designaled  by 
and  within  the  hospital  in  order  to  avoid 
imnecessary  disruption  of  ongoing 
hospital  activities. 

Third  the  leeislation  was  not  intended 
to  require  child  protection  workers  to 
(.racUce  medicine  or  second  guess 
'^asonable  medical  judgments.  Rather, 
congress  intenJt^i  !Aat  the  child 
protective  agency  respond  to  reports  of 
suspotted  medical  n^ect  mdisr 
procedures  designed  to  escertain 
whether  any  dedslon  to  %vithhold 
treatment  was  based  on  reasonable 
medical  Judgment  consistent  with  the 
definition  of  "withholding  of  medically 
indicated  treatment** 

Finally,  if  the  CPS  agenc>*  determines 
there  is  a  withholding  of  medically 
indicated  treatment  from  a  disabled 
infant  with  a  lif^  threatening 
condition(s).  the  agency  Is  to  pursue  the 
appropriate  legal  remedies  provided  by 
State  law  to  prevent  the  withholding. 

The  Department  is  not  prescribing  a'^y 
particular  process  or  investigative  steps 
that  must  be  followed  by  the  CPS 
agency  in  every  cas&.  Under  the  Act  and 
existing  reguialions.  basic  standards  are 
establhhed  but  detailed  procedures  are 
not  dictated.  Each  CPS  egency  hes  the 
flexibility  to  work  out  its  own  internal 
investigative  procedures  and  develop 
mechanisms  to  provide  for  coordination 
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and  consultation  ve\\h  local  health  care 
fadlitias  and  other  organizallons  and 
agendas.  Therefore,  this  rule  does  not 
require  the  7S  agency  to  consult  with 
State  or  local  agendea  rieprssenting  the 
dissbled  or  any  other  orgsnizatip  lor 
agendes  In  the  dr/elopm^nt  df '  cir 
progrems  and  procedures  or  publish  the 
procedures  for  public  comment 

Section  1340,14  Eligibility 
nguirtmtnti. 

We  have  made  a  technical  change  in 
the  lead-in  sentence  in  |  I34ai4  to 
indude  the  eligibility  r.  quirements  in 

Ii34ai& 

Section  1340*15(o)  Purpose, 

In  response  to  Mveral  comments,  we 
have  added,  for  spedfldty.  the  words 
**with  life^threatening  conditions**  to  the 
end  of  the  sentence  In  paragraph  (a). 

SecUon  1340.15(6)  DefiniUoi:g. 

1.  The  term  *>nedica!  neglect''-^ 
§134ai5fb)(lJ.  Paragraph]b){l)  defines 
the  term  **medical  neglect**  used  in  the 
final  rule.  This  term  is  also  used  In  the 
new  section  4(bK2}(K)  of  the  Act  whidt 
requires  states  to  have  programa  and/or 
procedures  "for  the  purpose  of 
responding  to  the  reporting  of  medical 
neglect  (including  instances  of 
withholding  of  medically  indicated 
treatment  from  disabled  infantSvWith 
life-threatening  conditions).**  I^e  term 
*'medical  neglect**- Is  not  defined  In  th'e 
statute,  nor  in  the  existing  regulation. 
However,  section  3  of  the  Act  prior  to 
the  1984  amendments,  dsflned  **child 
abuse  and  neglect**  to  indude  **nefli:gent 
treatment  or  maltreatment**  and  the 
existing  regulation  (f  1340.2(d)(3){m 
defl^is  this  letter  term  to  indude  the 
**failure  to  provide  adequate  food, 
dothing.  a?ielter«  or  medi(;d  care***  The 
new  law  and  Its  legislative  history  make 
dear  that  Congress  understood  end 
Intended  that  **medlcal  neglect**  a  a 
form  of  "child  abuse  and  neglect**  within 
ihe  meaning  of  the  Apt  and  the  present 
regulations,  and  that  the  *Vithholding  of 
medically  indicated  treatment  from 
disabled  Infants  with  llfe*threatening 
conditions*'  Is  a  form  of  medical  neglect 

Because  of  these  fadors,  paragraph 
(b)(l)*simply  ''doses  the  loop**  by 
defining  *^edlcal  neglect**  as  the  failure 
to  provide  adequate  medical  care,  and 
by  atfiting  that  medical  negled  Includes, 
but  Is  not  limited  to.  the  withholding  of 
medically  indicated  treatment  from 
disabled  ^nfants  with  )ife*ihreatenlng 
conditk 

2.  The  term  *'wHhho!ding  of  wedicolly 
indicoted  ticotment**^  1340J$(b)(2l 
Paragraph  (b)(2)  of  the  final  rule  defines 
the  term  ''withholding  of  medically 
indicated  treatment*'  with  a  definllion 


ideiaicel  to  that  which  appears  In 
section  3(3)  of  the  Act  (as  amended  by 
section  IZIpJ  of  the  Child  Abuse 
Amendments  of  1064). 

As  dearly  documented  in  the 
legislative  history  of  the  Child  Abuse 
Amendments  of  10S4.  this  stat;itory 
definition  was  the  central  element  of 
what  was  repeatedly  referred  to  as  the 
"compromlw  amendment"  that  emerged 
from  lengthy  negotiaUons  Among 
senatore  and  ?<presentatlves  of  medical, 
disability  end  right-to-life  organlxations. 
See  H.  Conf.  Fep.  No.  1038,  Mth  Cong., 
2d  Sess.  40  (1964):  130  Cong.  Rec  S.  931? 
(Daily  Ed.  fuly  20. 1904)  (remarks  cf 
Sen.  Denton).  The  essence  of  this 
compromise  was  to  reach  a  careful 
balance  between  the  need  for 
meaningful  Brotectione  of  the  rights  of 
disabled  InfanU  to  receive  appropriate 
medical  care  with  the  need  to  avoid 
unreasonable  governmental  Intervention 
Into  the  practice  of  medldne  or  parental 
responsibilities. 

In  the  proposed  rule,  the  Department 
p.oposed  a  numler  of  darif>'ing 
definitions  of  terms  used  In  the  statutory 
deflnltion.  Because*  the  Department  was 
not  represented  In  the  lengthy 
negotiations  that  produced  the 
compromise  amendment  the 
Department  spedflcally  solidted 
comments  on  these  darifying 
definitions.  Many  were  received* 

A  significant  number  of  comments 
from  medical  assodations  that  were 
major  \  artidpants  In  the  Congressional 
ne2otiations  argued  that  the  careful 
balance  evident  In  the  compromise 
amendment  they  endorsed  was 
Insufndently  refleded  In  the  proposed 
rule.  These  commenters  uniformly 
argued  that  the  darifyins  definitions, 
taken  os  a  whole,  cou^d  be  construed  so 
as  to  have  the  e^ect  of  distorting  the 
legislative  compromise,  which,  they 
said,  did  not  contemplate  regulatory 
elaborations  ot  the  definition. 

It  was  not  the  Department's  intent  In 
the  proposed  rule  to  deviate  from  the 
letter  or  the  spirit  of  the  compromise 
amendment  HHS  believes  it  is 
important  to  the  successful 
Implementation  of  thl:.  Uw  to  seek  to 
maintain  the  atatute'a  careful  balance 
and  to  preserve  end  advance  the 
substantial  consensus  that  joined  to 
support  the  legislative  compromise.  The 
Department  also  continues  \o  believe 
that  successful  Implementation  of  this 
statute  isrill  be  advanced  by  of/eri'^ 
guidance  that  w*III  asiitt  In . 
understanding  the  statutory  definition. 
Thus,  the  clarifying  definitions  have 
been  deleted  from  the  text  of  the 
regulation,  except  for  the  two  that  were 
adopted  by  Congress  in  the  Conference 
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Committee  Report  However,  as  not«d 
•bove«  the  Department's  interpret  at  ioni 
of  these  terms  are  aet  forth  and 
explained  in  the  appendix  to  the  final 
wle,  which  wlU  becaaie  an  appendix  to 
thii  rule  In  the  Code  of  Federal 
Regulations.  The  Department  believes 
that  theie  interpretative  |uicelines  can 
and  ahould  be  referred  to  by  Interested 
p«rtiea  in  understanding.  Interpreting 
and  applying  the  atatutory  dennition. 
Changing  the  Departnent't 
interpretations  from  regulatory 
definitions  to  interpretative  guidelinei 
ahotjd  allay  ooncem  that  tha  proposed 
rule  could  have  been  conatrued  ao  ai  to 
distort  the  Congreiaional  comproroiie 
by  establiihlng  binding  rules  of  law  that 
may  compound  rather  than  resolve  the 
myriad  oi  real-life  problema  in  Intensive 
care  nurseries,' while  itlU  giving  all 
parties  the  benefiu  of  very  relevant 
Intatpratatkm  of  the  lUtuU  by  the 
agency  charged  with  lu  implementation. 

l.3T^«emf  "//»/onr— 
§  jm.tHb)(SHIh  The  Conference 
Committee  Report  included  a  definition 
cf  **lnfanl*'  which  has  been  adopted  In 
very  almUar  terms  In  paragraph  (b](3]{i]. 
)      The  apparent  reason  Congresi  defmed 
the  term  is  that  **infaor  does  no»  have  a' 
single,  commonly  accepted  meaning. 
norland's  Medico!  DtcUanory*  for 
example,  stain  that  infancy  li 
frequently  regarded  as  extending  **to  the 
time  of  assumption  of  erect  poiture  (12 
to  14  months]**;  but  is  also  sometimes 
regarded  "to  extend  to  the  end  of  thf^ 
first  24  months.''  Dorlond*s  Wuslrated 
Medical  DicUonory  (26th'  Edition,  \ml 
p.  663. 

The  (Conference  Committee  made 
dear  that  its  principal  focui  was  on 
infants  le^i  than  one  year  of  ag3. 
However,  the  Committee  made  aeveial 

other  points  obviouily  desired  to 
ensure  that  the  one>2^ear  definition 
would  not  be  applied  lo  arbiL*arily  and 
rigidly  )hat  Infenta  over  one  year  old 
would  not  receive  appropriate  attention 
from  child  protective  services  systems. 
Thus,  thr  Conference  Osmmittpe  stated 
that  the  principal  focus  OA  infants  less 
than  one  year  old  did  not  Imply  "that 
treatment  ahould  be  changed  or 
discontinued  when  an  infant  reaches 
one  year  of  age.**  nor  was  it  Intended  "to 
affect  or  limit  any  existing  protections 
available  understate  laws  regarding 
medical  neglect  of  children  over  one 
year  of  age."  H.  Conf.  Rep.  No.  1038. 
9Dllt  Cong..  2d  Sess.  41  (19S4). 

Thus,  as  8  general  rule,  iasuss  of 
medical  treatment  for  infants  over  one 
year  of  age  are  to  be  censidered  under 
the      preci!;ely  deHnod.  but  dearly 
upplicuhle.  stdnddr  Js  of  "medical 
npgicct."  Issues  of  mcdir.al  treatment  for 


disabled  infants  under  one  year  of  age 
with  life*thrsatening  conditions  must  be 
considered  under  the  more  precisely 
defined  standards  of  the  definition  of 
**withholding  of  medically  indicoted  • 
trtatmeat*** 

One  more  factor  was  added  by  the 
Conference  (Committee.  For  certain 
infants  over  one  year  of  afe,  ib# 
Conference  (lonunittee  believed  the 
more  predMly  defmed  standarda  of  the 
definition  of  ^^withholding  of  medically- 
indicated  treatment**might  be  more 
appropriate  to  use  in  consideriiig  the 
t]uestion  of  medical  treatment  than  the 
more  general  ?4anda{ds  of  ''medical 
neglect."  Thus,  the  Conference 
Committee  stated  that  the  more 
precisely  defintd  atar^arda  *'may**  t>e 
applied  to  those  infanta  over  one  year  of 

*Vho  have  been  contfnuoualy 
hospitalized  since  birih.  who  were  bom 
extremely  prematurely  or  who  have 
long*term  disabilities.  Id,  Th«  apparent 
Congressional  Intent  is  to  recognise  that 
ti>ese  thrte  categoriea  of  Infanta, 
although  over  one  year  of  age.  ahare 
Imporiant  characteristics  with  those 
Inlants  under  one  year  of  age  who  are 
the'prindpal  focus  of  the  statutory 
provision* 

The  Department  has  Irvcorporated 
Ihese  points  into  the  definition  of 
"infant.**  On  the  last  point  discussed,  the 
definition  has  been  revised  somewhat 
from  that  which  appeared  fn  the  . 
proposed  rule.  The  proposed  rule  stated 
that  the  term  **infant**  always  Included 
the  three  categoriea  ofinfsnta  over  one 
year  of  age  described  above,  or  in  other 
words,  that  the  standarda  of  the.more 
precise  definition  of  "withholding  of 
medically  indicated  treatment**  would 
a«r7/))  *  apply  to  the  conii(^eration  of 
medical  neglect  of  these  infauU.  In 
response  to  comments  that  thia  deviated 
from  the  ''may  include**  atandard  of  the 
Conference  Committee,  the  provision 
has  been  revised  to  assure  coiuistency 
with  Congressional  intent.  The 
Department  interprets  the  "may  include" 
language  relating  to  these  categories  of 
infants  over  one  year  of  age  aa 
indicating  Congress*  intent  that  the 
standards  of  the  m^re  precise  definition 
should  be  consulted  thoroughly  in  the 
evaluation  of  any  issue  of  medical 
neglect  regarding  these  Infanta. 
Thorough  consideration  of  these 
standards  will  J>ermit  an  Informed 
judgment  on  whether  these  standards  In 
incx  constitute  the  most  appropriate 
basis  for  evaluation  of  the  medical 
neglect  issue. 

A  number  of  other  comments  were 
mode  regarding  the  defmition  of 
"infant."  particularly  regarding  inclusion 
in  the  term  of  the  three  categories  of 


infants  over  one  year  of  age.  Some 
commcntcrs  suggested  that  this 
provision  be  expanded,  such  as  to 
include  all  children.  Other  commenters 
argued  that  the  provision  should  be 
revised  to  prevent  the  inclusion  of 
adults  who,  for  example,  have  had  a 
long-term  disability  since  birth.  Other 
commenters  suggested  specific  inclusion 
of  Infants  bom  alive  after  attempted 
abortions. 

The  definition  of  the  term  ''infant*'  has 
not  been  revised  in  response  to  these 
suggestions.  As  explained  above,  the 
Congressional  intent  was  that  the 
standards  of  *'medical  neglect**  rather 
than  the  mere  precisely  articulated 
standards  of  the  definition  of 
"withholding  of  medically  Indicated 
treatment"  apply  to  older  children.  The 
definition  does  make  clear,  however, 
that  this  ahall  not  be  constnied  to  affect 
or  limit  any  existing  proleciioM 
available  under  State  laws  regarding 
medical  neglect  of  children  over  one 
year  of  age. 

In  addition,  no  revision  is  necessary 
to  clarify  that  *1nfant"  does  not  indude 
older  children  and  adults.  Tbe  potential 
appropriateness  of  applying  the  more 
precisely  atated  atandards  of  the 
definition  of  **wlthho1ding  of  medically 
indicated  treatment**  to  certain  infants 
over  one  year  of  age  is  still  stated,  as  it 
was  in  the  proposed  rule  and  in  the 
Con?t.*snce  Report,  in  terms  of  infants 
o\'er  one  yrar  of  age.  Older  children  and 
adults  are  not  Infants  over  one  year  of 
age." 

Finally,  no  change  Is  necessary'  to 
clarify  that  infancy  begins  at  the  point  oi 
live  birth,  regardless  of  the 
circumstances  of  the  live  birth. 

4.  The  term  **reasanable  madicaf 
judgmenrS234a25(b)l3J(ii).  Dause 
(b](3](ii)  defines  the  term  **reasonable 
medical  judgment**  used  in  the  statutory 
definition  of  "withholding  of  medically 
indicated  treatment**  It  Is  identical  to 
the  definition  contained  in  the 
Conference  Committee  Repo*-..  R  Conf 
Rep.  No.  1038. 98th  Cong.,  "jd  Sess.  41 

Scciian  mo.lS(c)  EJigibiliiy 

We  have  mHde  three  additions  to 
paragraph  (c).  First  many  commenters 
believed  that  the  name,  title  and 
telephone  number  of  the  person 
designoted  by  the  health  care  facilit) 
should  be  widely  publicized,  e.g .  madt 
known  not  only  to  the  CPS  agunc>  but  lo 
all  employees  of  the  facility,  to  all 
parents  of  disabled  chddr'^rn  being 
treated  In  the  facility,  and  to  thp 
community  at  large  We  agree  that  ir 
order  for  the  CPS  agenr^  lo  cnrri  ou*  Wh 
responsibilities  in  pdrn^T^ph  (r);2| 
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this  vection  for  coordination  and 
consultation  with  and  receipt  of  prompt 
notificttion  from  individuali  designated 
by  and  within  appropriate  health  care 
facilitiei,  it  mutt  at  least  know  the 
name,  title  and  telephone  number  of  the 
designated  person(s).  Therefore,  we 
have  a()ded  a  new  paragraph  (c)[3)  to 
require  that  the  CPS  agency  promptly 
contact  each  health  care  facility  to 
obtain  the  name,  title,  and  telephone 
number  of  the  individu8l[s)  designated 
by  the  facility  as  responsible  for 
coordinating  and  consulting  with  and 
promptly  notifying  the  State  CPS  agencv 
of  cases  of  luiowTi  or  suspected  medical 
nr3l6ct.  We  have  also  required  that«  at 
least  annually,  this  information  be 
verified  for  accuracy. 

With  respect  to  the  recommendjition 
that  we  require  hospitals  to  publicize  the 
identification  of  the  designated  contact 
person  with  the  hospital  this  is  not 
mandsted  because  matters  relating  to 
the  internal  affairs  of  hospitals  are 
beyond  the  su}pe  of  this  regulation. 
However*  we  strongly  encourage 
hospitals  to  make  this  information 
known  within  the  facility  aa  a  way  of 
assuring  th^protection  of  infants. 

Essentiallv.  paragraphs  (c)[2)[ij  and 
(ii)  require  the  development  of  a 
coordination  and  communications 
system  whose  purpose  is  to  assure  that 
reports  of  suspected  medical  ne^ect  are 
made  at  optimum  speed.  This 
communications  system  should  operate 
whether  the  reports  are  made  by  the 
designated  individuaKs)  or  by  any  other 
person,  and  whether  they  are  reports 
requesting  CPS  agency  intervention  and 
legal  protection  of  an  infant  or  reports 
requesting  an  initial  CPS  agency 
investigation.  Under  all  these 
circumstdnces.  rcpid  communication  is 
of  the  utmost  importance.  Many  letters 
from  health  care  facilities  indicated  their 
plans  thai  the  designated  individual  will 
also  a&,^lst  the  CPS  agency  staff  and/or 
agenr.y  medical  consultant  in 
investigating  a  report  and  in  facilitating 
other  protective  actions  as  needed. 

We  have  not  accepted  the 
recommendation  that  the  individual 
designated  by  the  health  care  facility 
muat.  in  all  cases,  be  a  member  of  the 
ICRC  in  order  to  assure  that  the  CPS 
agency  will  receive  reports  of  medical 
neglect.  We  do  iiot  have  statutory 
authority  to  require  ICRCs  or.similar 
committees  and  must  adhere  to  the 
statutory  requirement  that  the  selection 
of  the  designated  individual  be  made  by 
the  health  care  facility. 

We  have  not  accepted  the 
recommendation  that  the  name,  title, 
and  telephone  number  of  persons 
designated  by  health  care  facilities  be 
published  annually  in  the  newspaper  of 
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general  circulation  In  the  geographic 
area  serv*ed  by  the  facility.  Commenters 
appeanad  to  believe  that  this  would 
enable  the  public  to  report  suspecter^ 
instances  of  medical  neglect  to  the 
hospital  and  the  hospital  could  report  it 
to  the  CPS  agency.  As  we  have  stated 
above,  anyone  may  report  luch  cases 
directly  to  the  CPS  agency. 

Second,  we  agree  with  the  many 
commenters  who  recorr:7nended  that  the 
State  CPS  agency  may.  in  some  cases, 
need  access  to  an  infant's  medical 
records  and  an  opportunity  to  conduct 
an  independent  medical  examination  of 
the  infant.  We  have  added  language  to 
paragraph  [c)[4)  to  require  that  as  a  part 
of  the  development  of  programs  and/or 
procedures  required  in  paragraph  (c), 
the  State  child  protective  system  must 
specify  the  procedures  to  be  followed, 
consistent  with  Stale  law.  to  carry  out 
these  actions.  Paragraph  (c)[4)(i|  . 
requires  that  procedures  be  developed, 
consistent  with  State  law.  to  obtain 
access  to  medical  records  and/or  other 
pertinent  information  when  such  access 

necessary  to  assure  an  appropiiate 
investigation  of  a  report  of  medical 
neglect;  paragraph  (c)(4)[ii}  requires  that 
procedures  be  developed,  consistent 
with  State  law.  to  obtain  a  court  order 
for  an  independent  medical  examination 
of  the  infant,  or  otherwise  effect  such  as 
examination  in  accordance  with  the 
process  established  under  State  law. 
when  necepsar>'  to  assure  an 
appropriate  resolution  of  a  report  of 
medical  neglect 

These  two  additions  elaborate  on  the 
requirement  included  in  paragraph  [3]  of 
the  proposed  rule  that  the  State's 
programs  and/or  procedures  must 
conform  with  the  requirementf  of 
section  4(b)(2)  of  the  Act  and  {  1340.14 
of  the  existing  segulations.  The  Act  and 
existing  regulations  require  States  to 
have  procedures  for  adequate 
investigations  and  the  provision  of 
protective  services.  Existing  regulations 
also  make  reference  to  medical 
examinations,  the  provisions  of  medical 
services,  and  related  actions.  See 
aection  4(b)(2)(C]  of  the  Act  and 
1 1340.14(d).  (f),  and  (h).  These  additions 
to  paragraph  (c)(4)  of  the  final  ruld 
clarify  that,  in  connection  with  this 
conformity  reauirement,  the  State's 
programs  and/or  procedures  must  make 
provision,  consistent  with  State  laws, 
for  access  to  medical  records  and 
medical  examinations  when  necessary. 
Although  these  actions  will  not  be 
needed  in  ever>*  investigation  of 
reported  medinal  neglect,  the  specific 
identification  of  these  procedures  for 
use  by  agency'  i  taff  increases  the 
protections  for  disabled  infants. 
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We  have  not  adopted  other 
recommendations  for  specific  State 
agency  investigative  procedures  or 
requirements,  e.g.,  that  the  CPS  agency 
must  obtain  a  full  consultation  with  the 
attending  physicians  and  consultants 
and  with  an  independent  medical 
consultant  prior  to  taking  any 
enforcement  action.  We  believe  that  anv 
such  special  limitations  would  be 
inconsistent  with  Congressional  intent 
that  existing  procedures  and  t.ietbods  be 
utilized. 

Other  comments  regarding 
1 1340.15(c)  and  our  response  are  as 
follows: 

Designotion  of  the  CPSAi;ency.  A  few 
commenters  stated  that  it  was  not  clear 
whether  the  intent  of  the  regulations 
was  to  expand  existing  CPS  agency 
programs  to  include  the  population 
defined  or  whether  a  parallel  system 
was  contemplated.  One  national 
professional  social  service  organization 
recommended  that  States  be  mandated 
to  establish  an  agency  or  agencies 
responsible  for  responding  to  reports  of 
medical  neglect  of  disabled  infants  and 
observed  that  child  welfare  agencies 
traditionally  have  given  lower  priority  to 
handicapped  children  than  mental 
health  or  mental  retardation  agencies, 
for  example. 

We  believe  ft  is  the  clear  intent  of 
Congress  that  States  utilize  their 
existing  child  protective  gen/ice  system 
to  cany  out  this  new  responsibility.  As 
indicated  in  the  legislative  history, 
however.  States  have  the  flexibility  to 
determine  the  specific  agency  or 
agencies  within  t}ieir  child  protective 
service  system  to  exercise  the  authority 
to  institute  legal  proceedings  on  behalf 
of  the  disabled  infants  referenced  in 
new  clause  (K)  of  section  4(b)(2)  of  the 
Act.  (See  H.  Conf.  Rcpt.  9S-103B.  pp  41-- 
2.) 

Requirement  for  a  new  Stote  stotutory 
definition.  One  commenler  suggested 
that  States  be  required  to  amend  their 
State  statutes  to  include  the  definition  of 
''withholding  of  medically  indicated 
treatment.**  Neither  the  statute  nor  the 
legislative  history  indicates  that 
Congress  intended  that  States  enact  this 
definition.  Rather,  the  legislative  history 
indicates  Congress'  understanding  that 
States  currently  can  receive  reports 
concerning,  and  provide  protection  to. 
disabled  infants  with  life-threatening 
conditions  under  present  statutei't  and 
definitions.  The  documentation 
requirements  in  paragraph  (dj  are 
designed  to  be  consistent  with  this 
understanding. 

Funding,  Several  letters  raised  the 
matter  of  funding,  not  onl>  for  treatment 
costs  of  disabled  infants  but  also  for 
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CPS  agency  costs  of  additional  ataff, 
training,  medical  consultation,  and 
development  of  procedures. 

For  FY  1985.  Congress  provided  funds 
under  the  Ad  as  follows:  the  basic  State 
grant  funds  were  increased  from  $7 
million  to  SO  milll  on  and  new  Lmds 
totaling  $3  million  were  appropriated 
specifically  to  assist  States  to  implement 
provisions  related  to  section  4(b) (2)(K). 
In  addition,  HDS  will  make  funds 
available  under  section  4(c)(2)  of  the  Act 
'  0  enable  States  to  obtain  training  and 
technical  assistance  to  carry  out  section 
4(b)(2)(K)  requirements.  HDS  also  plans 
to  award  appro  ximately  $2  million  In 
''special  grant**  funds  to  assist  States  in 
Implementing  several  priority  child 
abuse  prevention  initiativei.  Including 
the  provisions  of  section  4(b){2)(IC). 

We  do  not  have  statutory  aothority 
and  decline  to  require  Sutes  to  assume 
full  Hnandal  responilbility  for  the 
maintenance  and  medical  costs'of  all 
such  disabled  children. 

Wohr*r  oftffecUvt  date.  Paragraph 
(c)(4)  of  the  NPRM  (now  paragraph  (c)(5) 
of  the  fmal  rule}  tUted  that  the 
eligibility  requirements  under  1 1340.15 
are  effective  October  9. 1965,  tlie 
effective  dateestMblithed  in  the  Child 
Abuse  Amendments  of  1964.  One  Stata 
social  service  agenc)*  questioned 
whether  it  was  possible  to  meet  the 
requirements  by  October  9. 1065  and 
asked  about  the  availabilit>'  of  a  waiver. 
The  Act. 'however,  docs  not  permit  the 
new  waiver  provision  in  section  4(b)(3} 
of  the  Act  to  apply  to  the  section 
4(b)(2)(K)  requirements. 

2t  should  be  noted  that,  consistent 
with  standard  agency  practice,  the  final 
rule  becomes  effective  30  days  from  the 
date  of  publication  in  the  Federal 
Register,  HoH*ever.  as  specified  in 
p«ragi?ph  (c)(5).  LSe  actual  effete 
date  for  State  agency  programs  and/or 
procedures  to  be  in  place  is  October  9. 
19B5.  See  section  4(b)(2](K)  of  the  Act 
and  section  126  of  Pub.  U  96-457. 

Jn creased  Federal  w  vehement  ond 
tnforcement.  Because  the  Act  so  clearly 
places  the  responsibility  for 
implementation  on  State  CPS  agend 
the  Department  does  not  see  a  need  j 
establish  a  Federal  hot>line  for  reporting 
suspected  instances  of  medical  neglect 
as  requested  by  some  commenters.Such 
a  federal  reporting  system  would  not  be 
the  most  effective  in  aijurinc  the  most 
prompt  reporting  to  State  or  local  CPS 
agencies.  Again,  we  urge  that  interested 
persons  note  the  telephone  number  of 
the  local  agency  that  receives  reports  of 
abu&t>  and  neglect. 

Jmplementalion.  Section  4(c)(2](A](ii) 
of  the  Act  requires  the  Department  to 
provide  for  the  establishment  and 
operation  of  national  and  regional 


information  and  resource  clearinghouses 
for  the  purpose  of  providing  the  most 
current  and  complete  informatio;i 
regarding  medical  treatment  procedures 
and  resources  and  oommuniQf  resources 
for  the  provision  of  services  and 
treatment  for  disabled  infants  with  life* 
threatening  conditions.  Many  letters 
expressed  strong  support  for  these  and 
other  educational  eflforts  that  nay  be 
undertaken  by  the  Department 
particularly  in  the  field  of  neonatology. 
Currently,  we  are  in  the  process  of 
determining  how  best  to  Implement 
these  clearinghouse  requirements.  Once 
they  are  in  operation,  we  %srill  irJorm  the 
health  care  community,  the  State  CPS 
figencies.  and  the  national  disabOity  and 
right  to  life  associations  of  procedures 
for  accessing  the  information,  llierefort, 
we  do  not  believe  it  ia  necessary  or 
appropriate  to  require  that  CPS  agendes 
be  responsible  for  informing  health  care 
facilities  of  the  clearinghouses  and 
access  procedures.  We  also  decline  to 
require  that  the  CPS  agency  consult  with 
the  clearinghouse)  (or  the  ICRC  or 
similar  committee  consult  with  the 
clearinghouae]  fn  every  CPS  agency 
investigation  or  ICRC  review.  We 
believe  that  these  decisions  ere  best 
made  based  on  the  circumstances  of 
each  individual  case. 

We  understand  that  in  several  States 
the  CPS  agency  and  State  or^  local 
medical  assodations  and.othcr 
organizations  have  begun  to  woHc 
together  to  implement  reporting, 
coordination,  and  procedural 
development  requirements.  As  a  pohit  of 
information,  the  American  Bar 
Assodation  is  preparing  a  series  of 
suggested  legal  procedures  for  States, 
hospitals,  physidans.  and  prosecutors 
that  will  assure  that  investigations  and 
dedsiDns  regardin3  disabled  infants  w^U 
comport  with  State  and  Federal  law. 
The  results  of  this  project,  funded  by  the 
National  Center  on  Child  Abuse  and 
Neglect,  are  3xpected  in  late  suramer. 

Section  1340JS(d)  Documentation. 

Regarding  suggestions  to  ain*nd 
paragraph  (d),  several  commenfers 
recommended  that  each  hospital  or 
health  care  fadlity  l>e  required  to 
provide  the  State  CPS  agency  with  a 
written  copy  of  its  internal  procedures 
for  responding  to  internal  reporb  of 
possible  withholding  of  medically 
indicated  treatment,  induding 
procedures  for  review  by  ICKCs  or 
similar  committees*  Other  commenters 
recommended  requiring  documentation 
that  the  State  CPS  agency  routinely 
review  the  procedures  used  by  health 
c«re  fLcihties  to  ensure  that  both 
hospital  persormel  and  patient  families 
are  fully  Informed  of  the  existence  and 


functions  of  any  ICRC  or  other  relevant 
decision-making  body  established  by  or 
operating  within  the  health  care  facility. 

While  we  encourage  hospitals  and 
health  care  fadlities  to  esUblish  ICRCs, 
or  similar  committees,  and  necessary 
implementing  policies  and  procedures, 
we  do  not  believe  it  is  appropriate  to 
require  CPS  agency  review  of  health 
care  facility  procedures  or  necessary  as 
a  docimientation  requirement 
Regulation  of  internal  management 
procedures  of  hospitals  is  not  required 
in  the  Act  is  beyond  the  scope  of  the 
State  child  protective  service  system, 
and  thus,  ia  not  a  proper  matter  to  be 
dealt  with  in  this  rule.  Another  comment 
letter  on  the  first  point  however, 
suggested  that  useful  training  for  CPS 
and  hospital  ataff  might  indu'jat  an 
introducUon  to  the  dedslon-maklng 
processes  and  procedures  within  each 
agency/organixatioo. 

Section  234a2S(e}  Reguhtoiy 
constrvctioju 

Paragrcph  (e)  of  the  final  rule  sets 
forth  tKo  provisloiu  regardini  the 
impact  of  Oiia  section.  Both  of  these 
provisions  are  based  on  ahnHar 
provisions  contained  ^  ^  election  127  of 
the  Child  Abuse  Amendments  of 1964. 

Section  127(a)  of  the  Amendments 
stater 

No  provisloo  of     Act  or  any  amgndment 
made  by  the  Act  is  iolendcd  to  affect  soy 
right  or  protectioo  under  section  604  of  the 
RchtblliUtion  Act  of  1073. 

Section  504  of  the  Rehabilitation  Act  is 
the  Federal  law  that  prohibiU 
discrimination  on  the  basis  of  handicap 
in  programs  and  acti^rities  that  receive 
Federal  finandal  assistance.  The  HHS 
implementing  regulations  for  section  504 
are  at  45  CFR  Part 

Consistent  with  the  statutory 
provision,  paragraph  (e](l)  states  that  no 
provisions  of  this  regulation  %vill  affed 
any  right  protection,  procedure  or 
requirement  of  the  HHS  regulations 
implementing  section  504. 45  CFR  Pari 
64. 

This  reference  to  Part  84  indudes  45 
CFR  fil55  (46  FK 1622,  f  anuary  12, 1964). 
which  cstabliehes  certain  procedures 
relating  to  health  care  for  handicapped 
infants.  This  regulation  is  based  on  the 
Department*a  interpretation  that  under 
section  504  of  the  Rehabilitation  Act  of 
1073.  health  care  providers  may  not 
solely  on  the  basis  of  present  or 
anticipated  physical  or  mental 
impairments  of  an  infant  )vjthho!u 
treatment  or  nourishment  from  the 
infant  who.  in  spite  of  such  impairments, 
will  Diedically  benefit  from  the 
treatment  or  nourishment 
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This  refulition  et  tabliihct  ceruln 
proctdursi  re<{ulrement  andfukklineft. 
FirttU«ncour«Stibosi  ^aU  to  MUbliih 
Iiofant  Care  Review  Committen  and 
provides  a  model  committtt.  3econd«  it 
requires  each  State  child  prolectiva 
•ervicef  agency  that  rtcelvei  Federal 
finanda)  awUtanoe  to  eitabliah  and 
maintain  procedures  to  assure  that  the 
agency  utillm  iU  full  authority 
pursuant  to  Slate  law  to  prevent 
Instances  of  unlawful  medical  neglect  of 
handicapped  infants.  Third  it 
establishes  certain  procedures  relating 
to  the  Department's  interpretation  of  its 
authority*  to  conduct  investigations  of 
complaints  of  alleged  discriminatory 
%vitnholdiA2  of  treatment  from 
handicapped  infants. 

In  lune  of  1964.  a  Federal  court 
invalidated  this  regulation  and  enjoined 
further  investigations  of  alleged 
disciiminatoiy  ivithholding  of  medical 
treatment  from  handicapped  infants 
under  section  504.  Amtriooa  HoMpitaJ 
Amdotion  v.  Hecklen  et  aU  385  F. 
Supp.  541  (SDJ^.Y.).  ofTd  Nos.  •4-6211. 
S4-ftm  (2d  Otm  Dec.  27.  lOM).  ptUUon 
for  art.  pM^u  27, 1W5).  The 
SolidtGr  General  on  behalf  of  the 
Department  has  petitioned  the  Supreme 
Court  to  accept  this  case  for  decision. 

Consistent  with  section  127(i:  '^the 
Child  Abuse  Amendments  of  I9d4  anu 
the  clear  legislative  history  establishing 
a  Congreaslooal  *>)]icy  of  neutrality** 
on  this  legal  contn)versy  cc:)cemlhg  the 
applicabilit)*  of  section  501  to  health 
care  for  handicapped  Infants,  [see 
Con^rtsstonal Record,  Vol.  130.  S-12392. 
daily  edition  September  2&  1984  (letter 
from  Senators  Hatch.  Denton.  Nicklet, 
Kasicbaum.  Dodd.  and  Cranston)), 
para^aph  (e)  of  this  regulation  makes 
clear  that  this  regtilation  in  no  way 
affects  the  prior  regulation  under  section 
604. 

The  Department  received  a  nuv^ber  of 
commenta  regarding  this  provision  of  the 
proposed  rule.  Some  commenters  argued 
that  because  of  the  enactment  of  the 
Child  Abuse  Amendments  of  10M.  HHS 
should  discontinue  Its  efforts  to  deal 
wSth  the  Issue  of  medical  care  for 
distibkd  infanta  under  the  authority  of 
section  504.  Other  commenters 
suggested  that  the  Department  take 
some  action  ia  the  context  of  this 
regulation  that  would  establish  a  direct 
interrelationship  between  4S  CFR 
1340.15  and  45  OK.  Part  54. 

The  Department  believes  that  the 
efforts  previously  undertaken  under  the 
authority  of  section  504  were,  and 
continue  to  be.  neccKsary  and 
Mppropritite.  both  us  a  matter  of  law  and 
important  national  policy.  There  are 
suli.<(tanlii<l  similarilies  between  the 
paction  ^-based  rule  4ind  the  Child 

476 


Abuse  AmendmenU  of  1964.  Both  %ttk 
to  assure  tiie  provision  of  medically 
indicoted  treatment  and  incorporate 
into  this  goal  respect  for  reasonable 
medical  judgment,  exclusion  of  futile 
treatments,  and  the  like.  Both 
approaches  encourage  the  formation  by 
hospitals  of  Inf^Tit  Care  Review 
Committees.  Both  approadies  also 
recognize  the  need  tor  State  child 
protective  services  agencies  to  have 
sneciHc  procedures  in  place  to  deal  with 
this  form  of  medical  neglect 

The  ma|or  difference  between  the 
section  504-based  approach  and  that  of 
the  Child  AbuM  Amandnents  of  1084  is 
that  \hz  former  is  implemented  and 
enforced  directly  by  the  Federal 
government,  whereas  the  latter,  within 
the  framework  pf  the  Child  Abuse 
Prevention  and  Treatment  Act.  relies  on 
Slate  implemeaution  and  enforcement 
regarding  individual  instances  of  child 
absue  and  neglect  (which  includes 
medical  nMlectr  which*  in  turn,  inchides 
the  %vithhoIding  of  medically  indicated 
treatment  from  disabled  infanu  with  life 
threatening  conditions),  lite  Kction  504* 
based  system,  thus,  is  fuHy  compatible 
with  the  Child  Abuse  AmendmenU  of 
1964  approach,  but  has  the  addlUonal 
element  of  a  complIar)ce  mechanism  of 
direct  Federal  inter^'ention  as  a  *^^ck* 
up**  to  the  mechanisms  of  Infant  Care 
Revitw  Committees  (where 
Implemented)  and  child  protective 
ser\ices  systera. 

The  Department  i^IIew.i  that  the 
compatibility  of  these  two  authorities 
stronflly  suggests  the  utlllt>'  of  issuting. 
if  both  are  operational  that  they  are 
fully  coordinated.  The  Deportment's 
goal  in  pursuing,  through  litigation, 
reinstatement  of  the  section  504*ba8ed 
authority.  Is  to  clear  the  way  for  action 
to  forge  such  an  effective 
interrelationship  between  the  two 
authorities. 

But  the  Department  abo  belle%*e8  that 
It  would  conflict  %vith  clearly  stated 
Congressional  Intent  to  now  undertake 
efforts  to  establish  such  an 
interrelationship  In  the  context  of  this 
rcgulHtion.  The  legltlativc  history  of  the 
Child  Abuse  Amendments  cleeriy 
reflect^  a  "policy  of  neutrality'* 
concerning  the  section  504-based 
prcwram.  This  final  rule  Is  fully  In  accord 
with  this  policy  of  neutrality.  When  the 
controversy  regarding  the  section  504- 
based  program  Is  resolved  In  the  context 
of  the  present  litigation,  the  question  of 
the  most  effective  interrelationship 
between  the  two  authorities  will,  if  the 
Dfpartmcrfs  positic..  prevails.  tl*€n  be 
addrossed. 

Other  commenters  questioned  why 
the  Ptatutory  formulation  of  dibuv  ouinp 
any  intent  to  "affect  any  rifjhf  or 


protection**  under  Kction  504  was 
expanded  io  the  proposed  rule  to  *'affect 
any  right,  protection,  procedure,  or 
requirement**  under  the  section  504 
reguletions.The  reason  is  simply  that 
whcTcas  the  statute  establishes  broadlv- 
worded  rights  and  protections,  the 
regulation.  In  addition  to  fleshing  out 
those  lights  and  protections,  establishes 
( nforceable  procedures  and 
requirements.  Thus,  the  transition  from 
the  atatuiory  •'policy  of  neutrality"  to  the 
regulator)'  -policy  of  neutrality**  elves 
rise  to  the  Inclusion  of  these  regulatory 
procedures  and  requirements.  For 
example.  If  45  CFR  84^  (the  section 
504-basfd  regulation  that  established 
certain  procedures  relating  to  health 
care  for  handicapped  Infants,  but  was 
Invalidated  by  court  order)  is  reinstated 
through  further  litigation,  the  procedures 
and  requirements  Included  In  that 
section  Hill  be  back  in  full  force, 
miaffccted  by  an^ihlng  in  thi5j!'u»i  rule. 
(It  will  then  be  for  the  Departmr nt  to 
decide  n-hethcr  any  changes  h)  I  d4.55 
should  be  made  to  establish  tht  most 
effective  interrelationship  between  ^It 
two  authorities.)  Nothing  more    Sess  is 
intended  or  effectuated  by  parap4*aph 
(eHD- 

Faragrsph  (eM2)  U  a  new  pny.uilon:  it 
did  not  appear  in  the  proposed  i  rule. 
Similar  to  paragraph  (e)(1).  partgraph 
(c)(2}  adopts,  for  purposes  of  regulator> 
construction,  a  provision  corresponding 
to  the  Act*s  statement  of  statutory 
construction.  Section  127(b)  of  the  19M 
AmendmeTiU  atates: 

No  proiislon  of  this  Art  or  any  cmendiBcm 
rude  by  this  Act  may  be  %o  construed  ts  to 
AUlhoriu;  (he  Secrrtary  or  An>  oilier 
govemaicoial  entity  to  esiabfish  titndardk 
pretcribln^  specific  medical  ireNUncaU  for 
specific  conditions,  except  to  the  exlcoi  thui 
such  standards  «re  authorized  by  other  lawi^. 

In  response  to  suggestions  from 
commenters,  paragraph  (e](C)  adopts  in 
the  regulation  the  same  rule  of 
construction  in  ider.tical  opf  rotive 
terms. 

Impiid  Anal>*sls 

A  number  of  commenters  raised 
qu(/sticns  about  possible  cosu  and 
related  impacts  of  these  rules.  Most 
'common  was  a  concern  that  the 
definitions  created  by  these  rules  might 
lead  to  large  numbers  of  cases  inv  ol ving 
costly  treatments.  Others  expressed 
concern  as  to  who  might  pay  for  the 
costs  of  expensive  trcalmont.  A  few 
pointed  out  that  early  iredtmont  could 
avoid  even  more  co.<:tl>  future  treutmrnt 
in  some  cases.  And  a  number  expreskrd 
concerns  over  admmistralive  a^cpecis  of 
these  rules,  such  hs  mvulvemi  ni  ol  child 
hbuse  ftgrnciei*  or  crrofion  of  mf:'n»  r... 
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review  committees,  which  mfaht  create 
substantial  administratWe  or  legal  costs. 
Including  disruption  of  existing 
arrangements. 

Our  view  was,  and  remains,  that  these 
rules  are  not  likely  to  result  in  cn 
•^annual  effect  on  the  economy  of  $100 
million  or  more",  or  a  '•sltniflcant 
economic  impact  on  a  tuSstantlal 
number*"  of  heslth  care  providers,  as 
provided  In  Exenitlve  Order  12291  and 
the  Regulatory  Flexibility  Act 
rtspecUvely.  We  have,  as  previously 
discussed,  eliminated  many  of  the 
definitions  whidi  gave  rise  to  these 
concerns* 

More  Importantly,  the  rcle  of  these 
rules  in  the  larger  context  of  medical 
care  for  Infants  Is  minor.  Nonetheless, 
there  are  large  costs  Involved  In  medical 
care  oflnfanU  with  life-threatening 
conditions  and  we  agree  that  such  costs 
are  In  the  aggregate  quite  high.  Our 
point  was  simply  that  the  cosU  of  a  rule 
include  o^y  those  coiU  which  the  rule 
itself  causes,  and  aggrtssive  and 
sometimes  quite  cosUy  care  for  such 
infanU  is  already  an  esUbllshed  and 
growing  feature  of  the  American  health 
care  system,  quite  apart  from  passage  of 
the  Child  Abuse  AmendmenU  of  1084. 

The  lor^er  ConUtxt  of  Newborn  Care 

Early  in  thl$  century,  very  large 
advances  in  public  health  measures  and 
medical  treatment  led  to  significant 
reductions  in  infant  mortality  and  a  huge 
Increase  in  life  expectancy.  In  recent 
years  such  advances  have  continued. 
Fi^m  1970  to  loeo,  infant  deaths  per 
thousand  live  births  dropped  from  20  to 
13.  In  the  same  p&riod  fetal  death  rates 
dropped  form  14  to  9  per  loaooo  live 
birtns,  and  neonatal  deaths  from  15  to  8 
per  thousand  live  births.  Similar 
reductiona  continue  In  the  1080's. 

H)ese  recent  advances  reflect  a 
variety  of  factors  ranging  from  generally 
better  nutrition,  improved  access  to 
medical  care  both  pre  and  post-partum« 
advances  in  disgnosls^nd  treatment, 
new  aurgical  techniques,  and  improved 
organization  and  management  of  infant 
care  (as  reflected  in  the  creation  of 
''tertiary  care''  hosplUl  uniu 
spedalixing  In  intensive  hecnaUl  care]. 
Many  of  these  most  recent  advances  do 
not  Involve  saving  the  liver,  of  normal 
Infants  brought  to  normal  temv-*those 
infants  were  already  surviving.  Instead, 
we  are  now  routinely  saving  infants 
who  would  surely  have  died  even  a 
decade  ago. 

Such  Improvement:,  are  costly.  One 
recent  study  points  out  that  the  great 
majority  of  cases  IB0%)  at  a  tertiary  care 
neriler  ere  relatively  inexpensive 
(costing  an  average  of  $6,000]  but  that 
most  of  the  rest  cost  $20,000  or  more  and 


some  involve  hospital  costsin  the 
hundreds  of  thousands  of  dollars.  Cost 
of  hosrital  treatment  for  all  these 
infants  averages  over  $20,000*  Further, 
some  of  the  Infants  who  now  survive 
vdll  require  costly  services  for  the  rest 
of  their  lives. 

About  2Vi%  of  all  births  involve  a 
significant  physical  defect  of  some  kind. 
Most  of  these,  howevifr,  are  not  lift 
threatening  and  do  not  require 
Immediate,  major  medical  iotervention. 
For  example,  dub  foot  and  weft  lip  and 
palate  are  among  the  most  common 
defects,  as  are  a  variety  of  heart  defects. 
Children  with  birth  defects  aO'ecting 
mental  r?mctions  auch  as  Down 
Syndrome  or  Spins  Bifida,  are  much 
rarer.  Indeed,  the  ?,cjcrity  of  the  most 
expensive  infant  care  ca^«  come  from 
the  40.000  infanU  bora  ead)  year  with 
birth  welghu  of  1500  grams  or  less  who 
arc  normal  in  other  respects.  In  many 
cases  their  care  will  invoK  ^  l^e  and 
death  decisions,  and  tome  fraction  of 
these  will  pose  ethical  and  medical 
dilemmas,  such  as  whether  a  particular 
child  can  be  treated  effective^  or 
without  inhumane  pain  and  swering. 
The  crucial  point  is  that  virtually  all 
such  infants  now,  and  in  the  future  will 
receive  **state  of  the  art**  medical  care, 
often  at  great  expense,  quite  Irrespective 
of  the  new  statutory  provisions  of  this 
rule. 

Similarly,  the  vast  majority  of  these 
infant:  have  their  care  paid  for  by 
private  health  insurance  or,  in  a 
minority  of  cases,  by  the  Medicaid 
program. 

The  Maternal  and  Child  Health  Block 
Grant  and  other  State  funds  can  also 
psy  for  care,  at  State  (discretion.  Some 
small  fraction  of  parents  do  not  have 
sufficient  insurance  coverage,  or  will 
fsce  subsequent  costs  not  covered  by 
any  medical  Insurance.  Again,  these 
problems  exist  quite  irrespective  of  the 
new  statutory  provision  or  this  rule,  (in 
response  to  a  Congressional  mandate, 
the  Department  Is  preparing  a  special 
report  dealing  with  financial  resources 
ff    ere  of  disabled  Infants  with  life- 
ii  atening  conditions.) 

Overall  Effects  of  the  Statute  and  Rule 

Against  this  backdrop,  the  statute  and 
this  rule  can  readily  be  placed  in 
perspective.  In  some  uiJcnown  but  very 
small  fraction  of  infants,  medically 
indicated  treatment  may  have  been  or 
would  oave  been  withheld  but  for  the 
response  to  the  **Baby  Doe**  cases 
(including  not  only  the  law  and  this  rule, 
but  also  public  awareness  and  prior 
,ules).  However,  the  great  majority  of 
expensive  interventions  would  occur — 
and  are  alreddy  occurring  at  annual 


costs  in  the  ranse  of  several  billion 
dollars— regardless  of  this  change. 

A  considerable  number  of  examples 
were  used  by  commenters  asserting  that 
the  statute  or  the  rule  would  force 
Insppropriate  medical  intervention, 
would  force  unnecessary*  and  expensive 
evaluation  by  expert  physicians  and 
referral  to  expert  fQclliUes  (e^.,  neonatal 
tertiary  care  centers),  or  even 
inappropriste  cara  for  infants  who  were 
dying  and  for  whom  attempted 
treatment  would  be  Inhumane.  Our 
response  to  these  allegations  is  found 
elsewhere  in  this  preamble.  However, 
even  if  these  assertions  bad  all  been 
correct,  the  examples  involved  rare 
conditions  for  which  the  potentially 
affected  population  Is  extremely  small. 
Regardless,  the  changes  made  in  this 
final  rule  should  eliminate  any  doubt  on 
this  point. 

Other  commenters  argued  that  the 
siatule  or  rule  would  force  use  of  truly 
experimental  research  procedures. 
Nothing  in  the  statute  or  rule  forces  use 
of  experimental  procedures.  To  the 
contrary,  medical  ethics,  federal 
regulations,  and  many  State  laws 
require  that  patients  (or  their  parents) 
provide  ^'informed  consent**  based  on 
free  choice  and  without  coercion  when 
physicians  propose  human 
experimentation.  These  rules  do  not 
require  such  experimentation. 

Some  commenters  raised  the 
possibility  that  the  potential  for  legal 
action  would  lead  to  Inappropriate 
''defensive**  practices  ^uch  as  treatment 
of  infants  who  were  in  fact  dying  and  for 
whom  attempted  treatment  would  be 
Inhumane,  Such  a  possibility  deariy 
exists,  simply  because  human  decisions 
are  never  perfect  Moreover,  prudent 
persons  would  take  care  not  Co  expose 
themselves  to  possible  ^governmental  or 
legal  challenge  and  one  way  to  do  so  Is. 
to  pursue  treatment  in  cases  right  on  the 
*tnargln.**  However,  substantial 
protection  against  such  challenges 
arises  from  the  deference  provided 
reasonable  medical  Judgment  by  the 
statute:  It  would  be  purely  speculative  to 
assume  that  any  substantial  number  of 
inappropriate  interventions  would  be 
caused  by  the  statute.  Regardless,  we  do 
not  believe  that  anything  in  the  rule 
requires  or  fosters  such  a  result 

We  cannot  make  a  conHdent  estimate 
as  to  Just  how  many  cases  there  may  be 
In  which  either  the  statute  or  the  rule 
would  make  a  difference.  No  comments 
provided  a  sound  basis  for  such 
estimates.  However,  only  a  very  small 
fraction  of  births  Involve  any  serious 
question  of  survival.  Of  these,  only  a 
fraction  would  not  be  trcaied 
appropridtely  under  current  medical 
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practice,  and  would  involve  evtn  a 
potential  eilef  atioo  of  medical  neglect 
These  considerations  surest  that  the 
potential  number  of  cases  whidi  the 
statute  mliht  tfflpact  Is  not  large.  The 
number  diuercntially  afTecled  by  any 
particular  wordint  of  the  rule  itulf 
would  be  far  amaller.  Taking  ioto 
account  typical  costs  of  treatment  for 
infants  requirinf  intensive  neonatal 
cart,  we  conclude  that  the  total  costs 
due  to  the  nils  would  not  rtacH  the 
thresholds  of  the  ExtcuUve  Gri^. 

ProceduraL  Legal  and  Admimstratlrc 
Coits 

Similar  reasoning  applies  to 
procedural  and  administrative  costs. 
Mere«  we  agree  that  the  statute  may 
m^ke  a  laigtr  rtlativs  difTcrtnot.  since 
it  newly  involves  most  Sfjitst'  diild 
abuse  agency  and  procedures,  and 
encourages  boajdtals  to  create  new 
Infant  Care  Raview  Commlttets.  And 
hcnrthe  relevant  universe  indudu  not 
oi^  die  casta  ivbert  decisions  art 
dllierent,  but  also  the  potentially  far 
larger  number  of  cases  undergoing 
reviety  as  well  as  the  need  to  train  staff 
and  develop  procedures. 

With  respect  to  the  State  agencies, 
real  or  suspected  cases  of  abuse  are 
already  handled  routinely.  Infos!  Care 
cases,  thou^  invoking  complex 
medical  issues  which  may  require  the 
U5e  of  medical  consultants,  are  no 
different  in*pnndple  than  other  cases. 
And  as  pointed  out  above,  znedical 
neglect  is  already  covered  by  State 
laws.  Federal  grants  to  State  agencies 
have  increased  from  S8.7  millicn  In 
fiscal  year  18M  to  SB  million  plus  $3 
million  specifically  for  implementation 
of  these  new  requirements  in  fiscal  year 
1965.  While  we  do  pot  have  a 
quantitative  estimate  of  Incremental 
costs  to  State  agencies  al  this  time,  we 
do  not  believe  that  a  serious  resource 
problem  exists. 

With  the  emphasis  on  the  voluntary 
nHture  of  the  ^u^ge&ted  guidelines  for 
Infant  Care  Review  Committees,  most  of 
the  specific  concerns  as  to  disruption  of 
or  oveHap  with  other  hospital  functions 
should  be  eliminated.  Many  hospitals 
already  have  aome  kind  of  review 
process,  and  the  number  of  committees, 
though  small,  has  increased  in  recent 
years.  Others  will  elect  to  create  a  new 
process,  similar  If  not  identical  to  our 
guidelines.  Becauie  any  such  process  is 
voluntary,  costs  ere  not  caused  by  this 
rule.  Regardless,  in  the  light  cf  extensive 
parental,  medical.  &nd  other 
consuhative  Involvement  which  almost 
invariably  occurs  already  in  extreme 
cases,  net  additiumil  rtsuurces  need  not 
i>c  large.  This  Is  particuierly  so  because 
the  clearinghouses  which  the 


Department  Is  funding  voll  make 
obtaining  expert  medical  advice  and 
infoimation  relatively  easy.  Relative  to 
both  overall  hospital  revenues  and 
resources  devoted  to  intensive,  care  of 
infants*  these  costs  should  be  ' 
exceedingly  low. 

Legal  and  enforcement  costs  for  cases 
In  controversy  will  depend  largely  on 
the  number  of  \1olations  and  suspected 
violations  of  the  law.  Very  few  cases 
should  require  Itgalaction  to  assure 
needed  treatment,  particularly  if  Infant 
Care  Review  Committees  or  alternative 
arrangements  perfonra  their  duties 
conscientiously. 

In  the  Kght  of  the  factors  discussed 
above,  the  Department  has  determined 
that  thi«  is  not  a  major  rule  under  EO. 
12291.  and  ccrlines  that  a  regulatory 
HexIl'Sity  analysis  is  not  required. 

Faptrw^  Rodudkm  Act 

Under  the  Paperwork  Reduction  Act 
of  1960  the  Department  is  required  to 
submit  to  the  Office  of  Management  and 
Budget  (ONiB)  for  review  and  approval 
any  Information  collection  requirements 
in  a  proposed  or  fmal  rule.  The 
Department  did  submit  {  1340.15  of  the 
NPRM  to  0MB  for  their  review  under 
section  3504(h)  of  the  Paperwork 
Reduction  Act  of  1960.  and  0MB 
assigned  a  control  number  (0980-0165). 
However,  since  the  requirements  are 
being  revised  by  adding  a  new 
{ 134ai5(c](3)  and  expanding 
{  1340.15{c](4).  we  are  required  to 
resubmit  the  Information  collection 
requirements  contained  in  {  1340.15  to 
0MB  for  theii'  approval.  A  notice  will  be 
published  in  the  Federal  Register  when 
approval  Is  obtained. 

List  of  Subjects  In  45  CFR  Part  1340 

Child  welfare.  Disabled.  Family 
v^ulence.  Grants  program s-heali^.  Grant 
program  S'sodal  programs. 

(Citiitr)g  cf  Federal  Domrsfic  AstisiHnce 
Progriim  No.  13,625.  Child  Abuse  and  Neslect 
Prevention  and  Treatmen:; 

For  the  reasons  set  forth  In  the 
preamble.  45  CFR  Part  1340  is  amended 
as  follows: 

l^The  Table  of  Contents  is  amended 
by  adding  a  new  ft'Ction.  i  1340.15 
"Services  and  treatment  for  diSbblpd 
infdnts.**  and  a  new  listinp  "Appcndix-*- 
Interpretative  Guidelines  Regardrng  4S 
C^^?  1340.15— Services  and  Treatment 
forDisablrd  Infants."  As  revised,  the 
table  of  contents  reads  qs  fulluws. 


PART  1340— CHILD  ABUSE  AND 
NEGtECT  PREVENTION  AND 
TREATUENT 

Subpart  A-Can«ra)  Provisions 
Sec 

13403  PurpOM  and  tctwif. 
13402  DefiaitiofiL 

13i0i3  AppUcihilttyrifDeiwnrnenl-wide 
reguIjiUuoL 

13404  CoordiA««ioo  requircmeflit. 

Si^poft  t-Gr»nU  lo  Sutaa 

1340.10  Purpose  of  thl»  subpart. 
134011   Allocation  of  funds  a vaiUblft. 
13«0-12  Application  prooeu. 
13^13  Approval  of  applications. 
1340.14  Eiiftibllily  rt^uirrfflenla. 
134aiS  Serx'iceiandtnratmtnifordit;!!!^ 
Infants. 

Subpart  C«-Oiscrctionary  Orants  and 
Contracts 

1340^  Confklentiality. 

Appandix-lnttrpratativt  Qufdtlinta 
Be^artfJng  4$  CFW  1J40.1»-$trvfcts  an^ 
Trtatmtm  for  Diaa^M  Infanta. 

2.  The  authority  citation  for  Part  1340 
Is  revised  to  read  as  f:>Uowt: 

Autborli>*:  Child  Abuse  Prevcntiun  and 
TrtatmenI  Ad.  Pub.  L  03-247.  aS  Stat.  4;  Pub. 
L  95-286.  W  Stat.  205,  Sections  MMJO:  Pub, 
L.  tR'-S.n. »  Stat.  468:  Pub.  L  ae-457. 06  Stat. 
1749  (42  use  5101  et  seq.  and  42  U.S.C.  51U1 
rwte). 

3.  The  introductoo*  text  of  $  1340.14. 
Ellgibiltty  requirements  is  revised  to 
read  as  follows: 

§1340.14  CUsK>iUtyrtqu(ftmfnt3. 

In  order  for  a  State  to  qualify  for  an 
award  under  this  subpart,  the  Stutc  must 
meet  the  requirements  of  1 1340.13^  and 
satisfy  each  of  the  following 
requirements: 


4.  A  new  S  134ai5  is  added  to  Subpart 
B--Grants  to  Stales,  to  resd  as  follows: 

1 1340.15  Services  and  treatment  for 
disabled  infants. 

{q)  Purpose.  The  regulations  in  this 
section  implement  certain  provisions  of 
the  Child  Abuse  Amendmor*!?  of  1P84. 
including  secUon  4(b)(2)(K)  of  the  aild 
Abuse  Prcxxnlion  and  Treatment  Act 
governing  the  protection  and  care  of 
disabled  infants  with  ]ife*threi)tening 
conditions. 

Ih)  Definitions.  (IJThe  term  -medical 
neglect*'  means  the  failure  to  provide 
adrquHte  medical  care  in  the  context  of 
thp  definitions  of  "child  abu^r  <;nd 
nt^plect*'  in  scctiyn  3  of  the  Ac*  nr.d 
5  1340.2|d|  of  this  port.  The  tunn 
"mediCiil  neglect*'  includes,  but  is  not 
I.ni.tcd  to.  the  withholding  of  mediciii.* 
indicdti«d  treatment  from  a  disjbled 
inf;int  with  a  lifc«thieaiuri.'\g  conditicn 


478 


ERiC 


431 


i 


ITjKB        Federal  Register  /  Vol  50.  No.  72  /  Monday,  April  15.  1985  /  Rules  and  Regulations 


(2)  T%t  term  •^withholding  of 
medically  Indicated  trtatment**  meani 
the  failure  to  rttnond  to  Iht  infa^^Vt  life- 
thrcatinlni  condltiont  by  pror  3 
ireatmentlindudlAg  apprcprii 
notrlliombydratiMu  and  mcJication) 

.  wMct\!n  \h2  irealini  phyiidan'i  (or 
^ysldiiu*)  :ca»onabie  medical 
>|odfment«  will  be  moat  likely  to  be 
etTecUve  in  ameliorating  or  correcting  all 
tuck  conditlont,  except  that  the  term 
doei  not  include  the  failure  to  provide 
treatment  (other  than  sppropriate 
nutrition,  hydration,  or  medication)  to 
an  Infant  when,  in  the  treating 
phyiidan*i  (or  phyiidant*)  reaionable 
medical  judgment  any  of  the  following 
circumdtanctt  apply: 

(1)  Hie  infant  k  ironically  fjnd 
iirevert  ibly  comatoae: 

(li)  The  proviiion  of  oisch  treatment 
would  merely  prolong  dying,  not  be 
effective  in  ameliorating  or  correcting  all 
oftfit  Infanfi  life-tkrt  atening 
conditions,  or  otberwiie  be  futlk  ia 
terms  of  tbt  survival  of  the  infant:  or 

(Ul)  Vk  pi^visloQ  of  such  treatment 
would  be  virtuk!ly  futile  in  termi  of  the 
survival  of  the  infant  and  the  treatment 
Itself  under  I  uch  drcumitancci  ^juld 
be  inhumane. 

(3)  Fdlowlng  arf  dennltioni  of  terms 
used  in  paragraph  (b)(2)  of  thii  section: 

(I)  The  term  **infant*'  meant  an  infant 
leii  than  tore  year  of  aee.  The  reference 
to  lei  I  than  oneyear  of  age  ihall  not  be 
conitrjed  to  imply  that  treatment  ihould 
be  changed  or  olscontlnued  when  an 
infant  reaches  one  year  of  age.  or  to 
affect  or  limit  any  cxiitlng  protections 
availoble  under  State  lawi  regarding 
medlctt!  neglect  of  children  over  one 
year  of  age.  In  addition  to  their 
applicability  to  infanti  lesi  than  one 
year  of  ate.  the  itandardi  set  forth  in 
paragraph  (b)(2)  of  thii  section  should 
oe  coniulted  thoroughly  in  the 
evaluation  of  any  isiue  of  medical 
neglect  involving  an  infant  older  than 
one  year  of  age  who  hai  been 
continuously  noipitalized  since  birth, 
who  wai  bom  extremely  prematurely,  or 
who  hsi  a  ]ong*term  diiabllity. 

(II)  The  term  ''reaionable  msdical 
{udgmfint**  means  a  medical  judgment 
that  would  be  made  by  a  reaionably 
prudent  physidan.  knowledgeable  about 
the  caie  and  the  treatment  poiiibllitiei 
%vith  reipect  to  the  medical  conditioni 
involved. 

(c)  EiisibtJity  Requirements.  (1)  In 
addi*.toh  to  the  other  eHglbility 
requirements  let  forth  in  this  Part.  to. 
qualify  for  a  grant  under  this  section,  a 
State  must  hsve  programs,  procedures, 
or  both,  in  place  within  the  State's  child 
protective  service  system  for  the 
purpose  of  responding  to  the  reportmg  of 
medical  ncgject.  indudmg  instances  of 


withholding  of  medically  Indicated 
treatment  from  disabled  infants  with 
life^threatening  condittons« 

(2)  These  programs  end/or  procedunis 
must  provide  for 

Si)  Coordination  and  consultation  with 
iividuals  designated  by  and  %vithin 
appropriate  heafth  care  fadlities; 

(ii)  Prompt  notification  by  individuals 
designated  by  and  ¥ii\h\n  appropriate 
health  cm  fadlities  of  cases  of 
suspected  medical  neglect  (induding 
instances  of  the  withholding  of 
medically  indicated  treatment  from 
disabled  infants  with  life-threatening 
conditions);  and 

(ill)  Hie  authority,  under  State  law.  for 
thi  Slate  child  ff^tective  service  system 
to  pursue  pry  legal  remediea,  including 
the  authority  to  initiate  legil 
proceedings  in  ■  court  of  competent 
Jurisdiction,  as  may  be  necessary  to 
prevent  the  withholding  of  medicilly 
indicated  treatment  torn  disabled 
infants  %vith  Ufe*thitat^ning  conditions. 

(3)  Tbe  programs  and/or  pror^ures 
must  spedfy  that  the  child  protective 
services  system  will  prompty  contact 
each  health  care  fadmy  to  obtain  the 
name,  title,  and  telephone  number  of  the 
'idiv{dual(s]  designated  by  such  facility 
ior  the  purpose  of  the  coordination, 
consuliation,  and  notification  activities 
identified  in  paragraph  (c]t2)  of  this 
section,  and  will  at  least  annually 
recontact  each  health  care  fadlity  to 
obtain  «ny  dunges  in  the  designations* 

(41  These  programs  and/or  procedures 
mur  I  be  in  writing  and  must  conform 
widi  the  requirements  of  section  4(b)(2) 
of  ijt  Ad  and  { 1340.14  of  this  part 

In  connection  %vith  the  requirement  of 
conformity  with  the  requirements  of 
section  4(b)(2)  oftbeActand  i1Mai4 
of  this  part,  the^progr^ms  and/or 
procedures  must  spediy  the  procedures 
the  child  protective  services  system  will 
follow  to  obtain,  in  a  manner  consistent 
with  State  law: 

(i)  Access  to  medical  recorda  and/or 
other  pertinent  Infonnatlon  wh^n  such 
%ccr^  is  necessary  to  assure  an 
appropriate  investigation  of  a  report  of 
medical  neglect  (inuuding  instances  of 
withholding  of  medicallv  Indicated 
treatment  from  disabled  infg.iti  with  life 
threatening  conditions):  and 

(II)  A  court  order  for  an  independent 
medical  examination  of  ihe  infant  or 
otherwise  effect  such  an  examlnatirn  in 
accordance  with  processes  establi/  >d 
under  State  law.  when  necessary  to 
assure  an  appropriate  resolution  of  a 
report  of  medical  neglect  (including 
instances  of  withholding  of  medically 
indicated  treatment  from  disabled 
Infants  with  life  threfltent.g  condinons). 


(5)  The  digiblllty  requirements 
contaired  In  this  section  shall  be 
effedive  October  8. 1W5. 

(d)  Documenting  difMUty,  (1)  In 
addition  to  the  information  and 
documentation  required  by  and 
pursuant  to  i  1340.12(b)  and  (c).  each 
Slate  must  lubmlt  with  its  application 
for  a  grant  luHIdent  Informstioi^  and 
documentation  10  permit  the 
Commissioner  to  find  fhat  the  State  ia  in 
compliance  with  the  eligibility 
requirements  aet  forth  In  parc^aph  (c) 
of  this  aedioo. 

(2)  Ibis  Informadon  and 
documentation  shall  indude: 

(1)  A  copy  of  the  written  programs 
and/or  procedu^s  established  by.  and 
followed  within,  the  State  for  the 
purpose  of  responding  to  the  reporting  of 
medical  neglect  induding  Instances  of 
withholding  of  medically  indicated 
treatment  from  disabled  Infcnta  with 
life*threatening  conditions: 

'ii)  DocumenUtion  that  the  State  has 
authority,  under  Slate  law.  for  the  State 
child  protective  service  system  to  pursue 
any  legal  remedies,  hduding  the 
authority  to  initltate  legal  proceedings  In 
•  court  of  competent  Junsoiction.  as  may 
be  necessary  to  prevent  the  withholding 
of  medically  indicated  treatment  from 
diublf  d  infants  with  life^threatenlng 
conditions.  This  documentation  shall 
consist  of:  * 

(A)  A  copy  of  the  applicable 
provisions  of  State  statute(s):  or 

(B)  A  copy  of  the  applicable 
provisions  of  State  rules  or  regulations, 
along  with  a  copy  of  the  State  statutory 
provisions  tha(  provide  the  authority  fcr 
such  rules  or  regulations:  or 

(C)  A  copy  of  an  ofUdal.  numbered 
opmlon  of  the  Attorney  General  of  the 
State  that  so  provides,  along  with  a  copy 
of  the  applicable  provisions  of  the  State 
atatute  that  movldes  a  basis  for  the 
opinion,  and  a  certification  that  the 
offidal  opinion  has  been  distributed  to 
interested  parties  within  the  State,  at 
least  including  all  hospitals:  and 

(ill)  Such  other  Information  and 
documentation  as  the  Commissioner 
may  require. 

(e)  Regulatory  copuructlon.  (1)  No 
pro^dslon  of  this  se^^on  or  part  shall  be 
construed  to  affect  any  right  protection, 
procedures,  or  requirement  under  45 
CFR  Part  M.  Ncndiscrimlnatlon  In  the 
Basis  of  !iandicap  in  Programs  and 
Activities  Receiving  or  Benefiting  from 
Federal  Financial  Assistance. 

(2)  No  provision  of  this  section  or  part 
may  be  so  construed  as  to  authorize  the 
Sccretarj'  or  any  other  governmental 
entity  to  establish  standards  prescnbmg 
specific  medical  treatments  for  specific 
conditions,  except  to  the  extent  that 
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•uch  itindtrds  trt  tuthorized  by  other 
laws  orrgfulatlofia. 

5. 45  CFR  Part  '^040  is  further  amended 
by  addini  at  \ht  end  thereof  the 
followini  Appendix: 

Arm^m  parti 

Ittlti|M%tCtPve  Guidelines '  ,%Btd\xiz  45 
CFR  1M0.15— Swkts  and  TrealineD) 
forDisablad  lofacts 

Thii  ippendix  Mti  forth  the  Dspirtmenl'i 
Inlefpff  liUvc  fU4  Ainu  rtiirdlns  tevirtl 
ttms  that  »Vpt»T  In  the  deOnltion  of  tht  term 
"wilhhoMini  of  medically  bdluted 
Ueatmvnt**  In  section  3(3)  of  the  Child  i^bu>e 
Prevention  and  TNitment  Act  ei  imcnded 
by  section  121(3)  of  the  Child  Abuse 
Aaxndmentsof  ISM.Thii  ititutory 
definiUon  Is  ttpeited  In  1 134ai5(b)(2)  of  thi» 
finil  rvle. 

The  Dtpartment'i  proposed  rule  to 
tnpltiMOt  thoee  provUIocs  of  the  Child 
Abuse  Amendments  of  19M  rtliting  to 
sen-ices  and  trtitaent  for  disabled  infants 
included  a  noaber  of  proposed  darifyini 
deflnitioosV severil  terms  used  In  the 
iUtutocy  definition.  Tlie  preamble  to  the 
proposed  nile  explained  these  proposed 
cUrifyini  definitions,  and  In  soma  caies  tt«ed 
axamples  of  ipedAc  disfnoses  to  elaborate 
oaneaalnf. 

Dtsrini  the  commu^t  period  on  the 
proposed  rula.  nan^  commeriters  uif  ed 
delctioc  of  these  clerlf>'ini  defmltions  and 
avoidance  of  examples  of  spedlic  diafnoset. 
Many  commentert  aUo  objected  to  the 
ipedfic  wordinf  of  some  of  tht  proposed 
darifylni  dcHniiions.  particttlariy  In 
oonnaction  with  the  proposed  use  of  the  wotd 
"inuninent**  to  describe  the  proximity  In  time 
at  which  death  is  anticipate  ^  ^resardlei i  of 
(rceiment  in  relation  to  circ^^  stances  under 
which  trcetment  (other  ii  >  appropriate 
nutrition,  hydnttion  and  medication)  need  not 
be  provided.  A  letter  from  the  aix  prindpal 
sponsors  of  the  "compromise  amendment** 
which  became  the  pertinent  proviiiona  of  the 
Child  Abuse  Amendmenti  oflOe^i  uited 
deletion  of  "imminent**  and  careful 
coajiderilioo  of  the  othtr  concerns 
expreised. 

After  consideration  of  these 
recommendationa.  the  Department  decided 
not  to  adopt  these  several  proposed  clarif>ina 
defmi'  as  as  p^ri  of  the  final  rule,  't  was 
ilio  divided  thit  effective  implementation  of 
the  program  cslaUished  by  the  Child  Abuse 
Amendments  would  be  advanced  the 
Department  statins  Its  Interpretations  of 
several  key  terms  In  the  statutory  definition. 
This  is  the  purpose  of  this  appendix. 

The  Interpretative  guidelines  that  follow 
have  carefully  comldered  comments 
submitted  during  the  comment  period  on  the 
proposed  rula.  These  guidelines  are  set  fvrth 
and  explained  without  the  use  of  specific 
diagnostic  exmples  to  elaborate  on  m^aninf . 

Fmally.  by  way  of  inuoductlon.  the 
Department  doea  not  seek  to  establish  these 
intcrprelulive  guidelines  ai  bindi.-:g  rules  of 
law.  nor  to  prejudge  the  exercise  of 
ressonable  medical  Judgment  tn  .*tipdnding 
to  specific  circumstances  Rather  this 
guidincr  ii  intended  K  assist  in  interpreting 
the  statutory  definition  so  that  Ii  may  be 
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rrtionally  and  thoughtfully  applied  in  specific 
contexts  in  a  manner  fully  consistent  with  the 
legislative  Intent 

1.  In  $ttitmh  tht  statutory  definition  of 
*Wilhhoidiitg  ofmtdicaUy  indicoted 
trcotment" 

Section  134ai5(b}(2)  of  the  final  rule 
defines  the  term  **withholdirtg  of  medically 
Indicated  treatment**  with  a  definition 
Identical  to  that  which  appears  In  section  3(3) 
of  the  Act  (as  amended  by  aecUon  ia(3)  of 
the  Child  Abuse  Amendments  of  19M). 

This  definition  has  leveral  main  featt/ts. 
First  It  establishes  the  basic  principle  that  all 
dlsabltd  infants  with  life*threatening 
conditions  must  be  given  medically  Indicated 
treatment  defined  In  terms  of  action  to 
respond  to  me  infant's  life-threatening 
conditions  by  providing  treatment  (including 
appropriate  nutrition,  hydration  or 
medication)  which.  In  the  treating  physician's 
(or  physicians')  reasonable  medical  Judgment 
will  be  meet  likely  to  be  effective  in 
ameliorating  or  correcting  all  auch  conditions. 

Second,  the  statutory  definition  spells  out 
three  circumstances  under  which  treatment  Is 
not  considered  ''medically  Indicated.**  Thess 
are  when,  in  the  treating  pbviidan'a  (or 
physicians*)  reasonable.medJcal  {ttdgmest: 
—The  infant  U  chronically  and  Ir  everslbly 

comatoie: 

—The  provlslOQ  of  audi  trsatment  would  * 
merely  prolong  dying,  not  be  affective  in 
ameliorating  or  correcting  all  of  tha  lnfant*a 
life-threatening  coJidltioni,  or  otherwise  be 
futile  In  terms  of  survival  of  the  Infant  or 
—The  provision  of  such  treatment  woidd  be 
virtually  futile  In  tarr^  of  survival  of  the 
Infant  and  the  trtaUient  Itself  under  sudi 
circumstances  would  bt  inhumane. 
The  third  key  feature  of  the  atatutory 
definition  is  that  evf  n  when  one  oS  thrse 
three  ?;ircumst'*  «ies  Is  present  and  thus  the 
faH-t  to  w        ^Iment  is  not  a 
**withholding  l    «d!caUy  indicated 
trcatm-  ;tr  the  infant  must  nonetheless  be 
proWded  with  appropriate  nutrition, 
hydration,  and  medication. 

Fourth,  the  deflnitlon'a  focus  cn  the 
potential  effectiveness  of  treatment  In 
ameliorating  or  correcting  life^threatenlng 
conditions  makes  clear  ihr\ it  does  not 
sanction  decisions  basted  on  subjective 
opinions  about  the  future  ''quality  of  life**  of  a 
retarded  or  disabled  person. 

The  fifth  main  feature  of  the  statutory 
definition  Is  that  Its  operation  turns 
aubstantially  on  the  "reksonable  medical 
Judgment"  of  the  treating  ;)hysiclan  or 
physicians.  The  term  **reasonable  medical 
Judgmenr  U  deflnH  In  1 1340.n(b)(3)lil)  of 
the  final  rula.  as  It  was  in  the  Conference 
Committee  Report  on  the  Act  as  a  me/lical 
Judgment  that  rfould  be  made  by  a 
reasonably  prudent  physician, 
knowledgeable  about  the  case  and  the 
treatment  possibilities  with  respect  to  the 
medical  conditions  Itivulved. 

The  Department's  Interprelations  of  key 
terms  tn  the  itatutoo'  definition  are  fully 
consistent  nith  these  basicprinciples 
reflected  in  the  definition.  Tne  discussion  that 
follows  IS  orgenized  under  headings  that 
generally  correspond  to  the  proposed 
clarifying  definitions  that  appeared  in  the 
proposed  rule  but  were  not  adopted  it,  the 


final  rule.  The  wUcussion  also  ittcmpts  to 
anal>Te  and  respond  to  significant  co.'nments 
received  by  the  Department.' 
2. 7^  rem?  **Jife-thrtotenins^  ndifion'\ 
C!a»3se  (b)(3Hii)  of  the  proposed  rule 
proposed  a  definition  of     '  n  ^life- 
threate:»ng  condition.- This  vrrm  Is  used  in 
the  Tiatutory  definition  in  the  following 
cc'^texl: 

niheierm  *'withholdi.ng  of  medically 
Indicated  trtatment"  mean^  the  fiilore  to 
respond  to  the  infant's nrtotentns 
ccndttions  by  providing  treatment  (Including 
appropriate  nutritioit  hyH>tjon,  and 
medication)  which.  In  the  tresting  phys icim's 
or  physicians'  tt^v  Mt  medical  judgnient 
%vil3  be  most  likely  lu  be  effective  in 
ameliorating  or  correcting  all  such  conditions 
|.  except  ihatj*  *  *.  I'EmphasIs  supplied). 

It  appears  to  the  Department  that  the 
applicability  of  the  statutory  definition  might 
be  uncertain  to  some  peoHe  In  cases  where  a 
condlUon  jjay  not  stri'    speaking,  by  itself 
be  life-threatening,  b  .  rre  the  condition 
significantly  Incrcates    j  risk  of  the  onset  of 
complications  that  miy  threiten  the  life  of 
the  Infant  If  medically  indicated  treatment  U 
available  for  auch  a  condition,  the  failure  to 
provide  It  m;<y  result  In  the  onset  of 
complications  that  by  the  time  the  condition 
becomes  hfe- threatening  In  the  itrictHt 
sense,  %viU  eliminate  or  reduce  the  potential 
effectiveness  of  any  treatment  Such  a  result 
cannot  In  the  Department'c  view,  beaquared 
with  the  Congressional  Intent 

Thus,  the  Department  Interprets  the  term 
"life-threatening  condition''  to  include  a 
condition  that  In  the  treating  physician's  or 
physicians'  reasonable  medical  judgment 
aignlficantly  Increases  the  risk  of  the  onset  of 
complications  that  may  threaten  the  life  of 
thelj}fant 

In  response  to  comments  that  the  proposed 
rule'a  definition  wai  potentially  overinclusive 
by  covering  an^  condition  ths t  one  could 
argue  **may*'  become  life-threai^ing.  '<h« 
Department  notes  that  the  r tatutoo*  standard 
of  **the  treati:>5  physician's  or  physIrJans* 
reasonable  medical  Judgment**  Is  ^ 
Incorporated  in  the  Depsrtment'a 
Isterpretstlon.  and  is  fully  a}:,n||cable. 

Other  commei.'^.erx  auggesiea  that  this 
Interpretiition  would  bring  under  the  4cope  of 
the  definition  mcny  Irreversible  conditions 
for  which  no  corrective  veatment  ii 
available.  This  U  ccrtaimy  not  the  intent  The 
Department'a  Interpretation  implies  nothing 
ebout  whether,  or  what  treatment  should  be 
provided.  It  limply  makes  clear  thr.t  the 
criteria  set  f^h  in  the  statutory  definition  for 
evaluating  whether,  or  what  treatment 
ahould  be  provided  are  applicable.  That  Is 
Just  the  start  not  the  end.  of  the  anatyi jj.  The 
analysis  then  takes  fully  Into  iccount  the 
reasonable  meillcal  Judgment  regarding 
potential  enc:;ijveness  of  possible  trealmenis. 
and  the  like. 

Other  comments  were  th^t  it  ts 
unneccssar>'  to  state  any  u..erprctation 
because  reasonable  me dical  judpmeni 
commonly  deems  the  conditions  descrit;ui  «s 
iife-threatem.ig  and  rr iponds  iccordinpi) 
HI  IS  agree*  th.il  ihis  i»  common  pr* ciice 
followed  under  leasoniible  medical  ludpmcnt 
just  as  all  the  'Standards  mcorpor^ird  in  the 
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itatutofy  dcfl&iHon  rtHed  commcm  practioe 
followed  under  rts»onabte  medical  judgoMnt 
For  the  ret  sons  stated  Above,  however,  liw 
Department  believt*  it  it  UMful  to  My  to  in 
these  interpretative  guidelines 
3.  Thi  iem  *1reatmMt "'in  the ccnUxt of 

CUuse  (b](3](ii]  of  the  proposed  ruk 
proposed  t  definition  of  Ute  term  **treatment** 
Two  separate  concepu  were  dealt  with  in 
clause  (A)  and  (B).  rtspectivtly.  of  the 
proposed  rule.  Both  ot  these  cUusef  were 
designed  to  ensure  that  the  Congressional 
intent  regarding  the  issues  to  be  considered 
wider  th«  ana])*sia  set  forth  in  the  atatutoiy 
deflniUoo  ia  fully  effectnated.  Ltkt  the 
fuidince  r^gcrdln^  **Ufe*threa]ening 
condition,**  discussed  above*  die 
DepaHment-'s  interpretations  go  to  the 
applicabiiity  of  th«  statutory  anaiysis.  not  its 
result. 

TheDcptrtment  believes  that  Congttsa 
intended  that  the  afandard  of  foUowiog 
rtasonabte  nedical  fudgment  ratanling  tht 

potmtial  effectiveness  of  possible  cottraea  of 
acticn  shotdd  spply  to  iaauet  regarding 
adequate  aedica)  evaluation,  {uat  as  it  doea 
to  iaauea  regardinf  ade^tt  medical 

lnffrvention.T1iia  ia  apparent  Congreesional 
intent  because  Congress  adopted,  ia  tht 
Conference  Reporl'a  definition  of  *Vatsooable 
Bwdical  iudgment,**  the  standard  of  adaqaata 
knotiMaa  about  the  caae  and  tht  treatncnt 
poeslbilitlaa  with  respect  to  the  medical 
condition  In^'blved. 

Having  adequate  knowledge  about  the  case 
and  (he  trestment  possibilities  involved  is,  in 
sffect  step  one  of  the  process,  because  that  is 
the  basis  on  «^hich  **reasonable  medical 
judgment**  will  operate  to  make 
rtconunendatior:*  regarding  sMdical 
Intervention.  Thus,  part  of  the  process  to 
detennine  what  treatment,  if  any.  *>vill  be 
t2ioit  likely  to  be  affective  in  ameliorating  or 
correcting**  all  Ufe-threatenfng  conditiona  ia 
for  the  treating  ph:nician  or  physidana  to 
make  sure  they  have  adequate  information 
about  the  condition  and  adequate  knowledge 
about  treatment  possibilities  with  respect  to 
the  condition  Involved.  The  standard  for 
determining  the  adequacy  of  the  information 
and  knowledge  ia  the  umt  as  the  basic 
standard  of  the  statutory  deHnitioe: 
reasonable  medical  iudgment.  A  reasonably 
prudent  physidan  faceo  with  a  particular 
condition  about  which  he  or  she  needs 
additionitl  information  andiuiowledge  of 
trealment  poisibilities  would  take  steps  to 
g;iin  more  information  and  knowledge  by. 
quite  simply,  seek^ig  further  ax'aluation  by.  or 
consults tion  with,  a  physidan  or  physldans 
whose  expertise  is  appropriate  to  tha 
condition(s}  involved  or  further  Ct^aluation  at 
a  fadtity  with  specialized  capabilities 
regarding  the  condltionji(s}  Involved. 

Thus,  the  Department  interprets  the  term 
"treatment**  to  include  (but  not  be  limited  to) 
any  further  evaluation  by.  or  coniullation 
with,  a  physidan  or  physicians  whose 
evpcriiff  is  appropriate  to  the  condition{sj 
inv'jtvrd  or  (  J)cr  evdluation  at  a  facility 
w:ih  ipecia.':2cd  copabi'iiics  rcgiirdfng  the 
cond;iion(fi)  iniolved  that,  in  the  tre^iling 
f.hv^tcf;:rrs  cr  physicf&ns'  n.uton^hle  medical 
judtfiuent.  is  nei^dt^d  io  jssure  thfct  dedsions 
regdrding  medical  intervention  are  based  on 


adequate  knowledge  about  the  case  and  the 
trtatmeni  possibilities  with  respect  to  the 
medical  conditions  involvad. 

This  teilects  the  Dmrtnent'a 
intetpretatloQ  that  failure  to  respond  to  an 
infant's  life*threatening  conditions  by 
obtaining  any  further  avahutioQa  or 
consultations  thai  in  tfte  treating  phys{(Jan*s 
reasonable  medical  |udgmenL  ^rt  necesaary 
to  assure  that  dedsions  rsprding  medical 
in^rvention  are  basad  on  adequaW 
knowledge  about  the  cane  and  (he  treatment 
possibitilies  involved  constitutes  a 
*Vithholding  of  aiMiically  ladicatad 
trutment*"  Hms,  If  pMtftU  Ttfaae  to  oooaent 
to  audi  a  recoaunendatioo  that  is  based  on 
the  tresting  physidan'a  reasonable  nedical 
ludement  that,  for  example,  further 
evalua  Uoo  by  a  apadallst  is  neceasary  to 
permit  reasonable  Aedica]  iudgsienta  to  be 
made  regarding  medical  intervention^  this 
would  be  a  matter  for  appropriiie  action  by 
the  child  protective  aervices  ayttesL 

In  response  Io  eowMata  regardiac  the 
related  provisioa  in  the  proposed  rtfe.  this 
interpretative  fuideHna  makas  quite  dear 
that  this  inteipreuUoo  doH  aot  deviaU  from 
the  baaic  prindple  Off  rdiaaat  am  laasonable 
Biedica]  jud^BMat  to  detarmiaa  tbe  extent  of 
the  avahiaUoaa  aeceaaary  is  Iba  paitlcoUr 
-casa.  Coomatars  axprasaed  ooncama  dUt 
the  provisioa  in  tbe  prapoaod  ndt  %vouU 
Intimidafa  physidana  to  ae^  transfer  of 
seriously  iU  infants  to  lertiaiy  level  facilities 
much  more  often  6an  necessary.  poteatlaUy 
resulting  in  ^enlon  of  the  limit«!  capadties 
of  these  fadlities  away  frcm  dKMe  with  real 
needs  for  the  spedaUiad  care,  anneoeeaary 
separation  of  infants  &om  their  parents  when 
equally  beneHdal  treatment  could  have  been 
provided  at  the  comaonity  or  ragiooal 
hospital.  Inappropriate  deferral  of  therapy 
while  time-consuming  arrangements  can  be 
affacted,  rmd  other  counterprodactiva 
ramifications.  Tht  ^>tput^mm^\  intended  ao 
intimidation,  prescription  or  similar  iafiuat»ce 
on  reasonable  medical  JudgnusnL  but  rather, 
intended  only  to  aHinn  that  i;  ia  the 
Departmeorc  interpretatiorv  that  the 
reasonable  medical  iu<kment  standard 
applies  to  iuues  of  meo^  evalua tfoa,  as 
well  as  issues  of  oedical  interveatloo. 

4. 7^  <e/m  '^tmenfm  ih*  ctmtext  of 
mohipk  UtQtsrm:U, 

aause  (b}fd}(iii](6j  of  the  proposed  rule 
was  designed  to  dertfy  thai  in  evaluating  the 
potential  effeaiveneu  of  a  particular  medical 
treatment  or  surgical  procedure  that  can  only 
be  re^soAsbly  evaluated  in  the  context  of  o 
complete  potential  treatment  plas.  the 
^'treatment*'  to  be  evaluated  lindtr  the 
standards  of  the  atatutoiy  safinition  indudes 
^  the  multiple  medical  traaliwaflts  and/or 
surgical  procedures  over  a  period  of  time  that 
ftre  designed  to  ameliorate  or  corred  a  life- 
threatening  condition  or  conditions.  Snse 
commenters  stated  that  it  could  be  cunstrued 
to  require  the  carrying  out  of  a  long  process 
of  medical  treatments  or  surgical  procedures 
regardless  of  the  Isck  of  success  of  those 
done  first  No  such  meaning  is  intended. 

The  intent  is  simply  to  characteriri*  that 
which  must  be  e\aiua*^d  under  the  siand^ds 
of  the  st^fuiorv  defmition.  not  to  imply 
anything  atiuul  the  resdu  of  the  evaluation. 
If  parents  refuse  consent  for  a  particulsr 


medical  treatment  or  surgical  procedure  that 
by  itself  may  not  correct  or  ameliorate  all 
Ufe*t  «reatening  conditiona,  but  ia 
recot^nended  as  part  of  a  total  plan  that 
involves  multiple  medical  trsstmenta  and/or 
aurgical  procedures  over  i  period  of  time 
that  in  the  treating  physidan'a  reasoaabte 
medical  Judgment,  will  t>e  most  likely  So  be 
affective  In  ameliorating  or  correcting  all 
auch  conditions,  that  would  be  a  matter  for 
appropriate  action    the  child  protective 
•enlces  aystesL 

On  the  other  haruL  ill  fn  the  Ueatiai 
|^ysidatt*a  rtasonabte  medica)  judgoianL  the 
total  plan  wiH  for  exanpfo.be  sirtMSy  fotile 
and  inhumahe.  %vithin  the  OManing  of  the 
statutory  term,  then  there  Is  ao  *^vithholding 
of  medically  inoicatedireatmenL**  Similarly, 
if  a  treatment  plan  Is  cmmenced  on  ^ 
baais  of  a  reasonabfo  medical  judgir^nt  that 
th«ra  Is  a  good  chance  that  It  %irill  be 
eKective,  but  due  to  a  lack  of  success, 
unfsvorable  complications,  or  other  foctors.  it 
bacomas  the  tresHng  ^yslden*s  reasonable 
medical  Judgment  that  Atrther  trestment  in 
accord  with  the  prospective  treatment  plan, 
ctf  ahama  tire  traatmanL  %iroek)  be  fotile.  then 
d)a  falhsa  to  provide  dtat  treatment  would 
tkot  coaatitutc  a  ^withholding  ^ atetoSy 
tndicatad  traatsi^L*  nis  aaalytia  deaa  not 
divert  from  die  reasonabfo  madica)la4gment 
standard  of  the  atatatocy  deHnitioB:  tt  sSi^ 
makes  clear  the  Departmanf  s  intarprelatSoo 
that  the  fai^ura  to  evaluate  the  potential 
effectiveness  of  s  trestment  plan  as  s  whde 
would  be  inconsistent  with  the  kglslative 
intent. 

Thus,  the  Department  interprets  the  term 
"treatment**  to  indude  (but  not  be  limited  to) 
siultipfo  8>edica]  irsatmenta  and/or  suxgiccl 
procedures  o'.er  a  period  of  time  that  are 
designed ,to  ameliorate  ofxorrect  a  life- 
threatening  condition  or  conditions. 

5.  The  term  *^$feJy  prolong  dy/ng." 

Oause  (b](3}(v)  of  the  proposed  rule 
proposed  s  denoitlon  of  the  term  '^merely 
prolong  dying.**  which  ippears  in  the 
statutory  defmilton.  The  proposed  rufo'a 
provision  stated  that  this  term  *1r«fers  Io 
situations  where  desth  is  imminent  esd 
treatment  will  do  no  more  than  postpone  the 
act  of  dyiz^** 

Many  commenters  atiued  that  the 
incorporation  of  the  word  **iaminenL**and  its 
connotstion  of  immediacy,  appeartd  to 
de\iste  from  the  Congressioi»l  intenL  as 
(developed  in  the  coirse  of  the  lengthy 
legislative  negotistlons.  thst  reasonable 
medical  judgments  can a&d  do rr  /tin 
iMntreatment  dedsbns  ecjarding  «^.^ 
conditions  for  whidt  treatment  will  do  no 
more  than  temporarily  postpme  a  death  *that 
will  occur  in  the  near  future,  but  not 
necessarily  Hilhin  days.  The  six  prindpal 
sponsors  of  the  compromise  amendment  also 
strongly  urged  deletion  of  the  word 
"imminent.** 

The  Department's  use  of  the  term 
"immintnt**  in  the  proposed  rule  was  C3t 
inlejided  to  convey  a  msaning  not  fuii> 
consjnsnt  with  the  sta'iute.  Rather,  tlie 
Dcpdrimcnt  intended  thiit  the  word 
'*j7.mincnt' m  ould  ht  apphed  m  \ht  conu 
of  the  condition  involved,  an  J  in  such  a 
coniex!.  it  ivculd  ro\  be  undpr3!uod  to  specifv 
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•  p<riicu)ar  number  of  d«yt.  Aft  noted  in  the 
preamble  to  the  proposed  rule,  this 
cU*<^?ation  was  proposed  to  make  clear  that 
t!     ^re!y  prolong  dyini**  clause  of  the 
statutory  definition  would  not  be  applicable 
to  situations  nvbere  t»atment  will  not  totally 
correct  a  medical  condition  but  will  eive  « 
patient  map'  '^arsof  Ufe.lTieDepartoent 
continues  f  '  .d  to  this  view. 

^To  tliminatt  (ht  type  of  misunderstanding 
evidenced  in  the  comments,  and  to  auure 
consistency  %vitb  the  statutory  deHnltion.  the 
word  **imminent**  is  not  being  %dc^td  for 
purposes  of  these  iaterprttatlve  laidelinea. 

Tht  Department  ifittfprets  the  tem 
-merely  prolong  dving"  as  referring  to 
situations  where  the  prognosis  is  for  death 
and.  in  the  treating  pevsidaa's  (or 
phytjdans')  reasonable  medical  Judgment 
further  or  altemativs  treatment  vwSd  not 
alter  the  prognosis  In  an  extension  of  time 
thst'.vould  not  render  the  treatment  futik. 

Th\3^  the  Department  continuea  to  iclerpret 
CoQgrtsi  tonal  intent  ta  not  permlttinf  the 
-merely  prolong  dying-  provision  to  apply 
if^ere  man/  years  of  life  will  result  f-^om  the 
provisioQ  of  trtatmest  er  where  tbt 
prognosis  is  not  for  death  in  the  near  future, 
but  rather  the  more  distant  future.  I1»e 
Department  also  wants  to  mtkt  dear  it  does 
not  intend  the  connote tloos  many 
commenters  ^odated  with  the  word 
-immincttL"  In  addition,  contrary  to  the 
Impression  some  conunen:ers  appeared  to 
have  regarding  the  proposed  rule,  the 
Department's  interpretatioo  is  that 
reasonable  medical  Judgments  wiU  be  formed 
on  the  basis  of  knowledge  about  the 
conditionfs)  Involved,  the  degree  of 
iAe\itability  of  death,  the  probable  effect  of 
any  potential  treatments,  the  projected  tiise 
period  within  wbidi  death  wiu  probably 
occur,  and  other  pertinent  factors. 

t.Theterm  Inot effeciJve in 
omtlioroUjif  or  correcting  oil  of  the  infcnt 's 
lift  Creotening  cctidiUons" in  the  context  of 
0  future  life-threatening  condition. 

Qause  (b](3](vi}  of  the  proposed  rule 
proposed  a  definition  of  the  term  -not  be 
efTeciivc  in  ameliorating  or  correcting  oil  the 
infant's  Iife^threatening  conditions'*  used  in 
the  statutory  defmition  of  "withholding  of 
medically  indicated  treatment*^ 

The  basic  point  made  by  the  use  of  this 
term  in  the  ststutory  defmition  was  explained 
in  the  Conference  Committee  Report 

Under  the  dennition.  if  a  disabled  infant 
suffers  from  more  than  one  life-threatening 
condition  and.  in  the  treating  physidan's  or 
physicians'  reasonable  medical  Judgment 
there  is  no  effective  treatment  for  one  of 
those  conditions,  then  the  infant  is  not 
covered  by  the  terms  of  the  amendment 
(except  with  respect  to  appropriate  nutrition, 
h>-dration,  and  medication)  concerning  the 
withholding  of  medically  indicated  treatment 
H.  Conf.  Rep.  No.  1031  oath  Cong.  2d  Sesa.  41 
(JOC). 

This  dause  of  the  proposed  rule  dealt  with 
the  application  of  ihis  concept  in  two 
contexts:  first,  when  the  nontreatable 
condition  will  not  become  life-threatening  in 
the  near  future,  and  second,  when 
humaneness  makes  palliative  treatment 
medically  indicated. 

With  respect  to  the  context  of  a  future  life 
threatening  condition,  it  is  the  Department's 
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interpretation  that  t^e  term  -not  be  effective 
1.1  ameliorating  or  correcting  all  of  the  infant's 
life-threatening  conditions-  does  rtot  permit 
the  withholding  of  treatment  on  the  grounds 
that  one  or  more  of  the  infaat's  lift- 
threatening  conditions,  although  not  lifd* 
threatening  in  the  near  future,  will  become 
life-threatening  in  the  more  distant  future. 

This  darificaiion  can  be  reststed  in  the 
teitns  of  the  Conference  Committee  Report 
excerrt  Quoted  Just  above,  with  the  italidzed 
words  b*dicating  the  dariftcation,  as  follows: 
Under  the  dermiticn,  if  a  disabled  infant 
suffers  from  more  Chan  one  life-threatenlns 
condition  ar^^  in  the  treating  physidan's  or 
physidant'  reasonable  medical  judgmenU 
there  is  no  effective  treatment  for  one  of 
these  conditions  thot  threatens  the  life  of  the 
infant  in  the  near  future,  then  the  infant  is  not 
covered  by  the  terms  of  the  amendment 
[except  with  respect  to  appropriate  nutrition, 
hyrdation*  and  medication)  coccaming  the 
withholding  of  medicaUy  indicated  trMtmanu 
but  if  the  nontreotobh  condition  will  not 
become  life-threatening  until  the  more 
distant  future,  the  infant  is  covered  by  the 
terns  of  the  omettdamiL 

Thus,  this  interpretative  guideline  is  simply 
8  corollary  to  the  Department's  Interpretation 
of  "merely  prolong  dytng.**  stated  above,  a-td 
is  bated  en  the  same  understanding  of 
Congressional  intent.  Indicated  above.'  that  if 
a  condition  wlD  not  become'life-threatening 
until  the  more  disttnt  future.  It  should  not  be 
the  basis  for  withhoJiding  treatment 

Also  for  the  saioe  reasons  txplairied  above, 
the  word  -Imminent-  that  appeared  in  the 
proposed  definition  Is  not  adopted  for 
purposes  of  this  interpretative  guideline.  The 
Department  makes  no  effort  to  draw  an  exact 
line  to  separate  -near  future-  from  -more 
distant  future.-  As  noted  above  in  connection 
with  the  term  -merely  prolong  dying.-  the 
statutory  definition  provides  that  It  Is  for 
reasonable  medical  judgment  applied  "jo  the 
spedftc  condition  and  drcumstances 
Involved,  to  determine  whether  the  prognosis 
of  death,  because  of  Its  ncamess  in  time.  Is 
such  that  treatment  would  not  be  medically 
indicated. 

7.  The  term  *^ot  be  effective  in 
ameliorating  or  conecting  all  life^threotening 
conditions** in  the  context  ofpolliotive 
treatmenL 

Clause  (b](3Kiv}(5)  of  the  proposed  rule 
proposed  to  define  the  term  -not  be  effective 
in  ameliorating  or  correctirtg  all  life* 
threatening  conditions-  in  the  context  where 
the  issue  is  sot  life-saving  treatment  but 
rather  palliative  treatment  to  make  a 
condition  more  tolerable.  An  example  of  this 
situation  is  where  an  infant  has  more  than 
one  life-threatenli^  condition,  at  least  one  of 
which  Is  not  treatable  and  will  cause  death  in 
the  near &ture.  Palliative  treatment  is 
available,  however,  tliat  will  lu  the  treating 
physidan's  reasonsble  »edical  Judgment, 
relieve  severe  pain  associated  v/ith  one  of  the 
conditions.  If  It  Is  the  treating  physidan's 
reasonable  medical  Judgment  that  this 
palliative  treatment  will  ameliorate  the 
Infant's  oi'ero// condition,  taking  all 
individual  conditions  into  account  even 
though  it  would  not  ameliorate  or  correct 
each  condition,  then  this  palliative  treatment 
Is  medically  indicated.  Simply  put  in  the 
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context  of  ameliorative  treatment  that  will 
make  a  condition  more  lolerable.  the  term 
-not  be  effective  In  ameliorating  or  correcting 
o//life<threatening  conditions-  should  not  be 
construed  as  meaning  each  and  every 
condition,  but  rather  as  referring  to  the 
infant's  o^e/xr// condition. 

2  IMS  believes  Congress  did  not  In  end  to 
exdude  humane  treatment  of  this  kind  from 
the  scope  of -medically  indicated  treatment- 
The  Conference  Committee  Report 
spedftcally  recognized  'hct  -it  Is  appropriate 
for  a  physician,  in  the  exerdse  of  reasonable 
medical  Judgment  to  consider  that  factor 
(humaneness]  in  selecting  among  effective 
treatments.-  H.  Conf.  Rep.  No.  1038. 66th 
Cong..  2d  Sess.  41       ).  In  addition,  the 
articulation  In  th        lory  definition  of 
drcumsunce5  in         treatment  need  not 
be  provided  specilically  states  that 
-appropriate  nutrition,  hydration,  and 
medication-  must  nonetheless  be  provided. 
The  induslon  in  this  proviso  of  medication, 
one  (but  not  the  only)  potential  palliative 
treatment  to  relieve  aevere  pain,  corroborates 
the  Department's  interpreUtion  that  sudi 
palliative  treatiaent  that  will  ameliorate  the 
infant's  overall  condition,  and  that  In  the 
txerdse  of  reasonable  medical  Judgment  is 
humane  and  medically  indicated,  was  not 
intended  by  Congress  to  be  outside  the  scope 
of  the  statutory  oeftnltion. 

Thus.  It  is  the  Department's  interpretation 
that  the  term  -not  be  effective  in  ameliorating 
or  correctirg  all  of  the  infant's  life- 
threatening  conditions-  does  not  permit  the 
withholding  of  ameliorative  treatment  that  tn 
the  treating  physidan's  or  physidans* 
reasonable  medical  Judgment  will  make  a 
condition  more  tolerable,  such  as  providing 
palliative  treatment  to  relievs  severe  pain, 
even  if  the  overall  prognosis,  taking  all 
conditions  into  account  is  that  the  infant  will 
not  survive. 

A  number  of  commenters  expressed 
concerns  about  some  of  the  examples 
contained  in  the  preamble  of  the  proposed 
rule  that  discussed  the  proposed  definition 
relating  to  this  point  and  stated  that 
dependmg  on  medical  complications,  exact 
prognosis,  relationships  to  other  conditions, 
and  other  fadors.  the  treatment  suj^^ested  in 
the  exsmples  might  not  necessarily  be  the 
treatment  that  reasonable  medical  judgment 
would  decide  would  be  most  likely  to  be 
effective.  In  response  to  these  comments, 
speafic  diagnostic  examples  have  not  been 
induded  tn  this  discussion,  and  this 
tnterr  retative guideline  makes  clear  that  the 
-resionable  medical  Judgment-  standard 
applies  on  this  point  as  well 

Other  commenters  argued  that  an 
interpretative  guideline  on  this  point  is 
unnecessary  because  reasonable  medical 
Judgment  would  commonly  proiide 
ameliorative  or  palliative  treatment  In  the 
arcumstances  described.  The  Department 
agrees  that  such  treatment  is  common  in  the 
exercise  of  resaonable  medical  judgment  but 
believes  it  useful,  for  the  reasons  stdicd.  to 
provide  this  tnle^prciaiive  guidance. 
8,  The  term  '^irtuoll}  fuiHe". 
Clause  (b)(3K\ii)  of  the  proposed  rule 
proposed  a  definition  of  tne  term  .iriualK 
futile  contained  m  the  statutory  definition 
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The  context  of  thit  term  to  the  statutory 
definitfonto: 

mbe  term  ^Withholding  of  medically 
IndScilrd  trtatment**  *  •  •doe* not 
include  the  failure  to  provide  treatment  (other 
then  appropriate  nutrttkMi.  bydrstiosL  or 
medication)  to  tn  infant  nvhea  in  the  treating 
phvtldin'a  orphyaiciana*  rc&tooable  medical 
.  iujpneat,  •  •  *  the  provJaicn  of  (uca 
treatment  would  be  vfrtuclly  futile  in  terms 
of  the  survival  of  the  infant  and  the  treatment 
it^if  under  euch  circumstances  would  b« 
Inhumane.  $«cUoo  3{3KC)  of  tht  Act 
{emphasis  r^sppUadl* 

Tht  Department  ln;erpfets  the  term 
•virtually  futile"  to  mean  that  the  treatment  ia 
highly  imlikeiy  to  pm^ent  death  b  the  naar 
future. 

Tills  interpretation  is  similar  to  those 
offered  in  connection  with  "merely  prolong 
dying** and  "not  be  effectiva  in  ameliorating 
or  correcting  all  life*thrta?ening  conditiooa" 
in  the  context  of  a  future  life^threatening 
rondiiion*  with  the  addition  of  a 
characterization  of  likelihood  that 
corrtfpoods  to  the  sUlutoiy  word  'Mrtually.'* 
For  the  reasons  axplalned  in  the  discussion  of 
•mer«ly  prolong  dyin^**  its  word  "imminent** 
that  was  ustd  in  the  proposed  ruk  has  not 
been  adopted  for  purposes  of''  ) 
interpretative  guidalint. 

Some  coauoentert  expressed  conoam 
regarding  the  words  "Tiighl;?  unliVely.*  on  the 
grounds  that  such  cartitude  it  often  medically 
impostible.  Other  commenters  urged  that  a 
distinction  should  be  made  between 
generally  utilized  treatments  and 
expen'mental  treatments.  The  Department 
does  not  believe  any  special  clarifications  are 
needed  to  respond  to  these  comments.  The 
basic  standard  of  reasonable  medical 
iudgment  applies  to  the  tenn  "virtually 
futile."  The  Department's  interpretation  does 
not  su^st  an  Impossible  or  unrealistic 
standard  of  certitude  for  any  medical 
jLigment.  Rather,  the  standard  adopted  in  the 
Saw  is  that  there  be  s  "reasonable  medical 
judgment**  Similarly,  reasonable  medical 
judgment  h  the  standard  for  evaluating 
potential  treatment  possibilities  on  the  basis 
of  the  actual  drcumstsnces  of  the  case.  HHS 
does  no!  believe  it  would  be  helpful  to  try  to 
establish  distinctions  based  on 
chara derivations  of  the  degree  of  general 
usage,  exte^it  of  validated  efTicacy  data,  or 
other  similar  factors.  The  factors  considered 
in  the  exerdte  of  reasonable  medical 
iudg:nent.  including  any  factors  relating  to 
human  subjects  experimentation  ttandartis. 
are  not  disturbed. 

9.  The  term  'Vie  treotrntnt  itself  unthr 
such  circumsionces  would  be  inhumonc^'* 

Clause  (b)(3){v{ii)  of  the  proposed  rule 
proposed  a  definition  of  the  term  "the 
treatment  itself  under  such  circumstances 
would  be  inhumane."  that  appears  in  the 
statutory  definition.  The  context  cf  this  term 
in  the  statutory  deHfiition  is  thct  it  is  not  a 
"withholding  of  mpdican>  indicated 
treatment'  to  iMthhold  treatment  (other  than 
appropriate  nutniion.  hydration,  or 
m»fd*C£J:on]  wh'»n.  in  \ht  treating  physician's 
rctfsontfble  medical  ludgmtit.  "the  provision 
of  such  treatment  would  be  virtually  futile  in 
terms  of  the  survival  of  the  mfant  and  'Jie 
treatment  itself  under  such  circumstances 
would  be  inhumiinc."  §  3(3)iq  of  the  Act 


The  Department  interpret)  the  term  "the 
treatment  itself  under  such  circumstances 
would  be  inhumane**  to  mean  the  trea\  ,^ent 
itself  involves  signiBcant  medical 
contraindications  and/or  algnificant  pain 
sufferii^  for  tht  infant  that  clearly  c^^twe}gh 
the  vtr>'  alight  potential  benefit  of  the 
treatment  for  an  infant  highly  unlikely  to 
aurvive.  (Tha  Department  further  eotea  that 
the  use  of  the  term  "inhimunt**  ia  this 
context  is  r*ot  intended  to  suggest  that 
consideration  of  the  humaneness  of  a 
particular  trsatment  is  not  legitimate  in  any 
other  coo  text  rather,  it  is  recognised  that  it.  is 
appropriate  f(^  a  physidan.  In  tha  exardst  of 
reasonable  medical  Judgment  to  consider 
that  factor  in  selecting  among  afftctivt 
treatments.) 

Other  clauses  of  ^  statutory  ddlnition 
focus  on  the  expected  muh  of  the  possible 
treatment.  This  provision*  »f  the  statutory 
defmition  cdds  a  oonsidaraticn  relating  to  the 
prccfM  ^poaall^  trutmaat  K  raoonises 
that  In  the  exerclH  of  rtasonaMa  SMdieal 
judgment  there  are  situations  where, 
although  there  is  soma  slight  chance  that  the 
trsatment  will  ba  banaiSdal  to  the  patiant 
(tha  potaotial  trsatment  ia  oonsidartd 
virutaify  fotUa.  rtthar  than  httUa).  Urn 
potentiaJ  bcr^flt  is  so  oetufti^Md  by 
negative  factors  relating  to  the  prooaas  of  the 
trsatment  itself  that  under  tha  drounstances, 
it  would  be  inhuman?  to  subject  tha  patient 
to  the  treatment 

The  Department's  intarpr  ^tionis 
designed  to  roggest  the  factjts  that  should  be 
taken  into  account  in  this  difTicult  balance.  A 
numbef  of  commenters  aigufd  that  the 
interpretation  should  permit  as  part  of  the 
evaluation  of  whether  treatment  %rould  be 
inhumane  consideration  of  the  infant's  future 
"quality  of  life." 

The  Deportment  strongjy  believes  such  cn 
mterpntatioti  )^ouId  be  incorw^tent  with  the 
statute.  Tfj  stanite  wptdties  that  the 
provision  coplies  only  where  the  treauneut 
woulci  be  "virtuaUy  h'S\t  in  terms  of  the 
Survival  of  the  infant**  and  the  **trectment 
itself  \sndtr  sudh  circumstances  would  be 
Inhumane."  (Emphasis  supplied.}  The  o^lance 
is  deariy  to  be  between  the  very  slight 
diance  that  treatment  will  allow  the  infant  to 
survive  and  the  negstive  factors  relating  to 
the  process  of  the  treatment  These  are  th« 
drcjmstances  under  which  reasonable 
medical  Judgment  could  dedde  that  the 
treatment  itself  would  be  inhtzmane. 

Some  commenters  expressed  concern 
about  the  use  of  terms  such  as  ''clearly 
outweight"  in  the  description  of  this  balance 
on  the  grounds  that  such  predsion  is 
impractical.  Other  comDcntera  argued  that 
this  interpretation  could  bt  ooc^troed  to 
mandate  useless  and  painful  treatment 
Department  lelieves  thtre  is  no  basb  for 
thrse  worries  because  "rfson^ble  medical 
judgment"  is  the  go\  eming  star  dard.  The 
interpretative  suideline  suggests  nothing 
other  than  application  of  this  standard.  What 
the  ^(lid^linc  does  is  set  forth  the 
Dcrpartment  i  interpretation  that  the  statute 
directs  the  reasonable  medical  judgment  to 
consider^tions  relating  to  the  il»^'ht  chance  of 
survival  and  the  negative  factors  regarding 
the  process  of  treatment  and  to  the  balance 
between  them  that  would  support  a 
condusion  that  the  treatment  itself  would  be 
inhtunane. 


Other  commenters  suggested  adoption  of  a 
statement  contained  in  the  Conference 
Committee  Report  that  makes  clcsr  that  the 
use  of  the  term  **inhumar)e"  in  the  statute  was 
not  intended  to  suggest  that  consideration  of 
the  humaneness  of  a  particular  treatment  is 
not  legitimate  in  any  other  context  The 
Department  has  adopted  thid  statement  as 
part  of  its  interpretative  guideline. 

10.  Other  terms. 

Some  commenU  suggested  that  the 
Department  clarify  other  terms  used  in  the 
sututory  dafiniticm  of  "v/ithho)ding  of 
medically-  indicated  treatment**  such  as  the 
term  "appropriate  nutrition,  kydration  or 
medication**  in  the  context  of  treitment  that 
may  not  be  withheld,  notwithstsivding  the 
existence  of  on^  of  the  drcumstsnoes  under 
whidt  the  failure  to  provide  treatment  is  not 
a  "withholding  of  medically  indicated 
treatr^ent**  Some  commenters  stated,  for 
example,  that  very  potent  pharmacologic 
agents,  Bke  other  methods  of  medical 
interventiort  can  produce  results  accurately 
dtscribad  as  accomplishing  no  more  than  to 
merely  prolotu  dying,  or  be  futHe  In  terms  of 
the  survivsl  of  the  infant  or  the  like,  and  that 
tharefora.  tha  Dapartmant  should  clarify  that 
the  proviao  regarding  "appropriate  nutrition, 
hydra  tloo  or  medication**  (hould  not  be 
oonatrsad  antiraly  indepandtntiyoftbe 
drcumstancas  under  which  other  treatment 
need  not  be  provided. 

The  Department  has  not  adopted  an 
interpretative  guideline  on  this  point  because 
it  bppears  not)e  is  necessuy.  As  noted  above 
in  the  discussion  of  palliative  treatmen'w  the 
Department  recognizes  that  there  is  no 
absolutely  dear  line  between  medication  and 
treatroert  other  than  medication  that  would 
justify  exduding  the  latter  &om  the  scope  of 
palliative  treatment  that  reasonable  medical 
Judgment  %voutd  find  medically  indicated, 
notwithstanding  a  very  poor  prognosis. 

Similariy.  the  Department  recognizes  that 
in  some  circumstances,  certain 
pharmacologic  agents,  not  m*dically 
i*^dtcated  for  palliative  purpoaes,  might  in  the 
axerdse  of  reasonable  medical  judgment 
also  not  be  indicated  for  the  purpose  of 
correcting  or  amcUorating  any  particular 
condition  because  they  %dll.  for  example, 
merely  prolong  dy^.  However,  the 
Department  believes  the  word  "appropriate" 
in  this  proviso  of  the  statutory  deHnition  is 
a'dsquate  to  permit  the  exerdse  of  reasonable 
medical  judgment  in  the  scenario  rtftrre^  to 
by  these  commenters. 

At  the  same  time,  it  should  be  deariy 
recognized  that  the  statute  is  completely 
unequivocal  in  requiring  that  all  infanta 
receive  ''appropriate  nutrition,  hydration,  ao^ 
medication,"  regardless  of  th«ir  condition  m 
prognosis. 

Dated:  March  29.1685. 
DorLJS  R.  Hardy. 

Assistant Secrefory  forH^ncr^Dtu'^pnii,, . 
Scrvicos. 

Approved:  April  5,  IdSS. 
Margaret  M.  Heckler. 
Secretary. 

(FR  Doc  Filed  4-13-€5. 10^  am] 
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DEPARTMENT  OF  HEALTH  AHO 
HUMAN  SERVICES 

OffJct  of  Human  Dewlopintn! 
StrvlcM 

Services  tnd  TrMti!>tnt  for  IMssbM 
Inf  antt;  Model  QukSemitt  for  Heattti 
Care  ^ovWert  To  EtUblfsh  teftnt 
Care  Review  Commttteee 

AOiNCv:  Office  of  Humen  DevclopmciU 
ServicettHHS. 

ACTH)m:  Model  Gddelinee  for  Kealtb 
Cere  lYovidtre  to  EsUblish  !nfen(  Ctre 
Review  CoDunitteet. 


•UMMAftv:  Tbeee  ere  model  guidellset  to 
encourege  the  eetebliihment  %vithln 
heallb  care  fedlitlee,  especially  fodlities 
%vith  tertiaiy  level  aeonatal  care  units,  of 
ooounit  tees  for  tiie  puipoees  of 
educat  j)g  bosplta!  pertomiel  and 
.  families  of  disabled  infants  with  !ife- 
threatening  conditions,  recommending 
butitittional  pdidee  end  fvSdeliDee 
concerning  the  withholding  of  medically 
indictted  treatment  ^odi^ 
appropriate  notritioQ,  hydratioo,  and 
medicatSo:!)  {tool  stjdi  infants,  and 
offering  counsel  and  review  in  cases 
involving  diiabled  infenU  with  life* 
threstenLg  conditions.  The  publication 
of  these  model  guidelines  is  reqi^red  by 
section  l^ib)  of  the  Child  Atr^e 
AmcndmenU  of  1981,  Pub.  L  9S-4S7. 

PvaTHca  in^matiom  contact: 
Jay  Olson  at  (202)  24S-2859. 
•upnntcHTAav  aiPomuTiON:  These 
mode)  guidelines  are  being  issued  in 
accoidanoe  ^thaection  124(b)  of  tiie  . 
Child  Abnse  AmendmcnU  of  1084.  Pub. 
L  9MS7.  Pursuant  to  this  section,  ^ese 
guidelinea  encoura^  hospitals  that 
provide  health  care  to  infants  to 
establish  Infant  Care  Review 
Committees  (ICRCs). 

As  required  by  the  Act  interin  model 
guidelines  were  published  for  public 
comment  December  10. 1934. 45  FK 
4«a7a  and  a  6e-day  comment  period 
was  provided.  The  Department  seceived 
many  conunf  nts  regarding  the  interim 
model  guidslines.  These  comments  have 
been  carefully  considered  The  appendix 
to  the  model  guidelines  is  an  analysis  of 
significant  comments  received  d^  ^^ng 
the  comment  period 

Thep»^j^dpiet,  policies  and 
procedures  set  forth  in  this  model 
reprv»sent  the  Department's  beat 
fudgments,  informed  by  a  careful  review 
of  the  comments  submitted,  regarding 
the  moit  effcclive  formulation  for 
review  committees.  The  Dcpjartment 
encourages  hospitals  that  provide  care 
to  infants.  espeJally  facilities  with 
tertiary  level  neonatal  care  units,  to 
cstabliih  ICRCs.  and  to  consider  fully 
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the  provisions  set  forth  in  the 
Department's  suj^^ested  model 

tofaat  Care  Review  CcmfflItteaa«-ModaI 
Cruidslinea 

/.  Itttrodud'cm 

In  the  pb  >t  several  years  there  has 
been  suKstantlally  hei;^tened  public 
attention  to  issues  relating  to  treatment 
and  services  for  disabled  infants.  This 
increased  attention  has  fueled  and  has 
been  fiieled  by.  controversy  regarding 
existing  pattetni  of  medical  CfLw 
decision*maldng  and  various  p^^posals 
and  initiatives  to  affect  those  ptttams. 

Amidst  this  coutrovarsy,  ooe  proposal 
that  hu  gained  ividespraad  support  is 
the  establishment  of  hoapital-basad 
committaes  as  the  forum  and  focal  poln^ 
for  efforts  to  assure  that  medical 
treatmaat  ded^ooa  are  infomad 
thoughthd  and  ooaaistent  %vith  pr^>er 
medical  standards.  The  thrust  of  this 
proposal  waa  wall  articulated  in  the 
Mard)  1963  report  of  d>a  ftesldenra 
Commission  lor  the  Study  of  Ethical 
ftobbrn  1]£  Mcdidne  and  Biomedical 
and  Behavioral  Research: 

Ihe  Coeu^iaioa  ooodiito  that  iM^taSs 
thst  ci?p  for  serioMly  in  aeivboms  shoUd 
have  explicit  polidtt  on  d«dsioc8Dakii« 
prootdurc*  in  cuat  iovolvioa  liAhsvslati^ 
trettmtav lor Ihs^^ infants.  * .  *Sochpolides 
should  ;>rovidc  for  interna!  review  waco«vcr 
par^ts  and  the  attending  phy»!can  decide 
that  lile^uataislai  &erapy  should  be 
fortgooe»  •  •  • 

Such  a  review  oouM  serve  erwsl 
nmctiooa  axKi  the  review  Btedumiam  s»7 
vary  accordingly.  First  It  am  verify  thst  the 
batt  iiifomatioo  available  Is  ^df«  eaed 
Second.  It  can  oonfinn  the  pn^^ty  cf  a 
dedaion  that  providers  and  parents  have 
reached  or  conTinB  that  the  ra^  of 
diaoetSoQ  accordad  to  the  parents  Is 
approjffiate.  Third.  *X  can  resole  disputes 
among  thoae  involved  in  a  dedaloa,  if 
cecesaary.  by  siding  vrlth  one  p»!ty  or 
encth^  Id  a  dispute.  FlaaSy.  it  can  refer 
caiet  lo  pubhc  ageedet  (child  pretectioQ 
aervicaa.  probate  oouTts.  or  ptoaecutteg 
attorpaya)  when  appropriate. 

Subsequent  to  this  report  a  broad 
range  of  medical  and  health 
associations  andoraed  the  concept  of 
hospital  review  committees  to  deal  with 
issues  relating  to  medical  care  for 
diMbled  infants.  These  assodatltms 
include  the  American  Academy  of 
Pediatrics,  the  Nationti  Assodaticm  of 
Ciildren's  Hospltala  and  Related 
InsUtuticns.  the  American  Hospital 
Association,  the  American  Medical 
Association,  the  Catholic  Health 
Association,  the  Federation  of  American 
Hospitals,  the  American  College  of 
Hospital  Administrators,  the  Amcrit  ji 
Collr^c  ofPhi  jicians.  the  American 
Nurses  Association,  and  others.  Some  of 
these  associations  as  we!2  as  other 
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organisations,  have  developed  model 
guidelines  for  committees. 

Most  recently,  this  proposal  was 
strongly  endorsed  by  the  United  SUtes 
Congress  in  Pub.  L  9M57.  the  Xhild 
Abuse  Amendments  of  1984.**  In 
addition  to  provisions  in  that  legislation 
requiring  State  child  protective  services 
agencies  to  establish  procedures  to 
prevent  the  ^vithholding  of  medically 
Indicated  treatment  from  disabled 
infants  with  life-threatening  conditions.** 
the  law  made  it  a  matter  of  natiooal 
policy  to  ^Kourage  the  establishment  of 
hospital  committees.  More  specifically, 
this  law,  which  was  supported  by  an 
extraordinary  coalition  of  medical 
associations  and  disability  and  other 
advocacy  organizatioos.  requires  that* 

frjhe  Secretary  (of  Health  and  Human 
8ervioaa]^^pubttih.  •  .aaodalgddi^^ 
to  encourage  the  esUbUahflaent  within  health 
care  fadlitiaa  of  ooau&ittaes  %vhich  would 
serve  the  purpoaes  of  educaUng  hoapilal 
personnel  and  laariBH  af  dbahlad  iafaata 
with  life>threatei^  coaditioaa. 
recotamerHi;ngSnstttetiofto!poBciasaad 
guidaiiaes  eoacacelf^  the  wrtkhoUb^  of 
aMdicaUyiaAoaledi^ataMnt. .  .from  such 
infants.  aalcfleriageeaBaal  and  revkw  to 
cases  Ittvohrii^  disabled  i&faata  with  hie* 
threatening  cooditians. 
Pub.  L  Ka  9a-i57,  eectien  124. 

The  D^>artment  cf  Health  and  Human 
Services  mlly  andorces  the 
recommendation  of  the  Presidef^t'a 
Commission  and  the  adoption 
Congress  of  the  policy  of  encouraging 
the  fonnation  of  these  committees.  What 
follows  are  the  HHS  model  guidelines 
for  the  establishment  and  operation  cf 
Infant  Care  Review  Committees. 

The  guidelines  are  purely  advisory. 
They  are  not  mandatory  in  any  way. 
The  establishment  of  an  ICRC  is  not 
required  bv  «ny  Federal  law.  regulation, 
administradve  policy,  or  condition  of 
partidpaticm  in  any  Federal  program* 
Similariy,  if  a  hospital  chooses  to 
estsblish  an  Infant  Care  Review 
Committee,  there  is  no  requirement  of 
any  kind  that  follows  this  model.  In 
addition,  the  Department  offers  no  leg&L 
regulator)'  or  administrative 
inducements  or  rewards  for  establishing 
an  ICRC  and/or  following  this  model 
Moreover,  no  lesal  responsibilities  of 
the  hospital  iT\cludins  those  related  to 
child  protective  services  activities  of  the 
State,  are  removed  or  reduced  by  the 
estalishment  of  an  ICRC  and/or 
adoption  of  this  model 

Rather,  the  Department's 
recommendation  that  hospitals  establish 
Infant  Care  Review  Committees  and 
consider  the  elements  of  this  model  \z 
based  solely  on  the  Department's  firni 
a;;recment  with  the  various 
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endonemenU.  lUted  tbove.  of  the 
hnsnhal  review  committee  concent  end 
the  ueperiment*!  Judgment  that  Uie 
element!  of  thie  model  are  Important  to 
make  the  comm^ttet  e/reetive.ltie 
Department  thus  styonitly  es^coura^s 
hospitals  that  ptvvide  care  to  infant^ 
tspedaSy  those  with  tertl&iv  level 
neonatal  care  imlts«  to  establish  Infant 
Care  Review  Committees,  and  to 
consider  the  provisions  of  these  model 
guidelines. 

B.  Ettablishnmt  ondPuijxm 

HHS  recommends  that  the  hospiul 
^esUblish  an  Infant  Care  Review 
Committee  OCRC)  or  Join  with  one  or 
more  other  hospitals  to  crsAte  a  Joint 
ICRC  The  purposes  and  functions  of  the 
Infant  Care  Review  Committee  are: 

1.  To  educate  hospital  peteonnel  and 
families  of  disabled  infanta  with  life* 
threalenhsf  conditions: 

2.  To  recommend  institutional  policies 
and  tttidellMS  concerning  the 
withboIdiM  of  medically  Indicated 
treatment  from  disabled  infants  with 
life*threatening  oonditioos:  and 

g.To  offer  counae)  arid  review  ia 
cases  invoMnf  disabled  infants  with 
life-threatenini  e^tditions.^ 

hStmbmhip  ond  AdminittToUon 

A.  Membership  o//CRC— The 
Department  atrongly  recommends  that 
the  ICRC  membership  consist  of' 
iadividaals  from  varied  disdp^es  and- 
perspectivea.  A  multi-disciplinary 
'  approadi  is  important  for  the  ICRC  to 
have  sufficient  e3q>crtiH  to  aupply  and 
.evaluate  all  pertinent  itfonnation  to 
assist  the  committee  in  affectively 
carrying  out  its  functions*  The 
committee  sixe  should  be  large  enough 
to  represent  diverse  perspectives,  but 
not  so  large'  as  to  hinder  effecUveness. 
The  Department  recommends  that  the 
ICRC  constats  of  at  least  the  following 
core  members; 

1  A  practicing  pbyaidan  (e^  a 
pediatrician,  a  n^onatologisL  or  a 
pediatric  aurgeon). 

X  A  practicing  nurse, 

3.  A  nocpital  administrator. 

4.  A  social  worker. 

5.  A  representative  of  a  disability 
group. 

e.  A  Uy  community  member,  and 
7.  A  memb<^  of  the  fadlit/a  orgtnized 
medical  staff,  who  shall  serve  at 
cyiBirperson.  ' 

Consistent  with  the  mult^discipltnnry 
approach,  the  ICRC  should  consider 
suppleminting  the  core  membership 
with  other  permanent  members,  or 
through  other  foruial  methods,  such  as 
designating  cedain  individuals  as 
"advisors"  to  the  ICRC,  or  through 
informal  or  ad  hoc  involvement.  Among 


those  that  could    considered  for  auch 
supplemenUtion  are:  a  represenUtive  of 
the  clergy,  a  representative  of  the  legal 
community  (l.e..  an  attorney  cr  Judge), 
physidans  with  particular  spedalities 
pertinent  to  a  policy  or  particular  ^^sa 
under  consideration,  individuals  with 
knowledge  of  issues  atTecting  childre,! 
and  the  familiea  of  children  with  certain 
dlsabilitiea.  and  other  individuals  with 
knowledge  and  perspectives  valuable  to 
effective  action  on  particular  functioxu 
anda:tivities  of  the  ICRC 

E  AdmInS$tfatIon  of  the  /C;?C— The 
Department  makes  the  following 
recommendations  regarding 
administration  of  the  ICRD 

1.  The  hospital  should  provide  steff 
support  for  the  ICRC  including  legal 
counsel.  The  ICRC  should  meet  on  a 
regular  baais  or  as  recomended  below  in 
connection  with  »view  of  apecLlc 
cases.  It  should  adopt  or.recommend  to 
the  appropriate  hospital  offldal  or  body 
auch  adminiatrative  polidee  as  tenns  of 
office  and  quorum  requirementa. 

r  The  ICRC  ahould  recommend 
pro^sdme  to  ensure  that  both  hospital 
personnel  and  patient  families  are  fully 
infonned  of  the  existence  and  functions 
of  the  ICRC  and  its  availability  to  meet 
on  a  24-hour  basis. 

3.  Ihe  ICRC  should  carefully  inform 
itself  of  iSi  pertinent  legal  requirements 
and  procedures,  induding  pertinent 
provisions  of  State  law  requiring  a 
report  ornotification  to  the  appropriate 
State  child  protective  services  agency  of 
known  or  auspected  instances  of 
medical  neglect,  induding  &e  with- 
holding of  medically  indicated  treatment 
(induding  appropriate  nutrition, 
hydration,  and  medication)  from 
disabled  infants  with  life-Uueatening 
conditions  and  related  procedures  of  the 
State  agency. 

4.  The  ICRC  ahould  maintain  records 
of  all  of  Its  deliberations  and  aummary 
descriptions  of  spedfic  cases  considered 
and  the  disposition  of  those  cases.  Such 
records  should  be  kept  in  accordance 
with  inatitutionsl  policies  on 
confidentiality  of  medical  information. 
They  should  be  made  available  to 
appropriate  government  agendes.  or 
upon  court  order.  4)r  as  otherwise 
required  by  law. 

JV.  EducQtiono}  Activities 

A.  BqsIc  Functlons.'^Tht  ICRC  should 
act  as  a  resource  to  hospital  personnel 
and  families  of  disable  a  infants  with 
life*threatening  conditions  to  provide 
current  and  complete  information 
concerning  medical  treatment 
procedures  and  resources  in  ihe  hospual 
and  in  other  hospitals  with  which  the 
hospital  has  referral  agreements  or  to 
which  patients  may  otherwise  be 


referred.  The  ICRC  should  also  act  as  a 
resource  concerning  available 
community  services  which  may  be 
needed  for  the  provision  of  services  and 
treatment  for  disabled  infants  %vith  life- 
threatening  conditions. 

Specific  Actlvltlcs,^\n  order  to 
carry  out  Usese  functions,  the  ICRC 
ahould  determine  and  make  available  to 
hospital  personnel  and  families  of 
disabled  infants  information  regarding: 

1.  Available  national  and  regional 
information  and  resource  dearinghouses 
that  provide  pertinent  inTormation.  such 
as  the  Computerized  Handicapped 
Assistance  Information  Networic 
(XHAW): 

2.  Facilities  and  agendas  in  the 
cocLiiunity  and  area  that  provide 
treatment  and  services,  auch  as 
rehabilitative  Mrvices  and  ongoing 
support  to  disabled  infants  and  children 
and  their.families; 

I.  Public  and  private  programa  and 
activitiea  in  the  community  and  area. 
Induding  orgamuitions  aiid  assodations 
that  provide  counselling  and  support  for 
disabled  children  and  their  familiea  and. 
when  appropriate,  adoption  placement 
counselling  an  J  aervices;  ano 

4.  Other  informational  materials 
regarding  medical  treatment  and 
rehabilitation  procedures  and  resonrcer 
and  support  activities. 

V.  Policy  Development 

K  Bosic Policy'-  In  recommending 
institutional  polides  and  guidelines,  the 
basic  policy  ahould  be  to  prevent  the 
withholding  of  medically  indicated 
treatment  from  disabled  infants  with 
iife-threatening  conditions.  The 
definitions  set  forth  below  offer 
guidance  regarding  the  substance  of  this 
basic  policy.  The  ^sflnltion  of  the  term 
"withholding  c       tcally  indie  sted 
treatment**  is  that  eat  forth  in  the  Child 
Abuse  Amendments  of  1084  and 
specifically  referenced  by  Congress  in 
the  provision  of  that  law  that 
encourages  establishment  of  hospital 
committees. 

l.The  term  "withholding  of  medically 
indicated  treatment**  means  the  failure 
to  res  -ond  to  the  infant*a  life- 
threatening  conditions  by  providing 
treatment  (induding  appropriate 
nutrition,  hydratioii,  and  medication) 
which,  in  the  trefc>ting  phys!cian*s  or 
physidans*  reasonable  medical 
Judgment,  will  be  most  likely  to  be 
effective  in  ameliorating  or  correcting  «ll 
such  conditions,  except  that  the  term 
does  not  include  the  failure  to  provide 
Ueatment  (other  than  appropriate 
nutrition,  hydration,  or  medication]  to 
an  infant  when,  in  the  treating 
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phytiCia?/s  or  phyiidani*  reasonable 
medical  judfiinent<-> 

(a)  The  inunt  is  chronically  and 
irreversibly  comatose: 

(b)  The  provision  of  such  treatment 
would— 

(1)  Merely  prolong  dying, 

|2)  Not  be  effective  in  ameliorating  or 
correcting  all  of  the  Infant's  life* 
threatening  conditions,  or 

(3)  Gtherwiie  be  futile  in  tenns  of  the 
survival  of  the  infant;  or 

(c)  The  provision  of  sudi  trtatment 
wouIg  be  virtuallv  futile  in  terms  of  the 
survival  of  the  ^lant  and  the  treatment 
itself  under  cuch  circumstances  would 
be  inhumant. 

2.  The  following  are  definitions  of 
terms  used  in  the  definition'of 
^'medically  indicated  treatment** 

(a)  The  teim  **infant**  means  an  infant 
lets  than  one  yea/  of  age.  The  reference 
to  ""ne  year  of  age  does  not  imply  that 
trentment  should  be  drnnged  or 
discontinued  when  an  infant  reaches 
one  year  of  age  or  to  affect  or  hmit 
proper  standwds  of  medical  care  for 
children  over  ooe  year  of  age.  In 
additioo  to  their  applicability  to  infants 
less  than  one  year  of  age.  the  standaids 
set  forth  in  the  definition  of 
"withholding  of  medically  indicated 
treatment**  in  paragraph  (1)  should  be 
consulted  thoroughly  in  the  evaluation 
of  any  issue  of.medical  treatment 
involving  ah  infant  older  than  one  year 
of  sge  who  has  been  continuously 
hospitolized  since  birth,  who  was  bom 
extremely  prematurely,  or.  who  has  a 
lon^-term  disability. 

(b)  The  term  **rtasonable  medical 
judgment"  means  medical  judgment  that 
would  be  made  by  a  reasonably  prudent 
physician,  knowledgeable  about  the 
case  and  the  treatment  possibilities  with 
respect  to  the  medical  conditions 
involved. 

3.  HI  IS  recommends  that  ICRCs  also 
carefully  review  the  Department's 
inlerpretative  guidelines  regarding  terms 
used  in  the  definition  of ''withholding  of 
wedically  indicated  treatment"  (set  forth 
in  paragraph  (i))  tht^t  appear  in  the 
appendix  to  the  final  rule  implementing 
the  provisions  of  the  Child  Abuse 
Amendi»ents  of  19M.  Ihe  final  ruk  . 
be  codiHed  a*  45  CFR  1340.15.  and  the 
appendix  will  appear  at  an  appendix  to 
45  CFR  Part  1340. 

B,  Development  of  Specific  Policies 
and  Guidelines,  l,The  Department 
recommends  that  the  ICRC  develop 
prospectively  and  resommend  for 
adoption  by  the  hospital  institutional 
policies  concerning  ihe  withholding  or 
withdrawal  of  medical  treatment  for 
infants  with  life* threatening  conditions. 
These  could  include  guidelines  for 
nr.Rna^cment  of  specific  iyptt  of  cases 
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or  diagnoses  that  are  likely  to  be  seen  In 
that  facility  and  might  present  dilemmas 
in  medical  management,  and  procedures 
to  be  followed  in  such  recurring 
drcuftstances.  The  hospital,  upc^ 
recommendation  of  the  ICRC,  may  wish 
to  require  attending  physicians  to  noti^ 
the  ICRC  of  the  presence  oif  the  facility 
of  an  infant  %vith  a  diagnoiis  apedfled 
bythalCRa 

2.  In  recommending  these  policies  and 
guidelines,  the  ICRC  should  consult  with 
medical  and  other  authohtiet  on  issues 
involving  trtatment  and  services  fo! 
disabled  individuals.  e4u 
neonatolofiists,  pediatric  surseons,  and 
county  and  city  ageodes  and  disability 
advocacy  organixatiGns  which  provide 
services  for  the  disabled  5-;  should  also 
consult  with  apprt^riata  committees  of 
the  medical  auft  to  cosurirtfaAt  the  * 
ICRC  policies  and  guidelines  build  on 
existl^  staff  bylaws,  rules  and 
regulations  coocaraing  consultations 
and  staff  membership  requirensents.  Ihe 
ICRC  should  also  make  itself  available 
to  assist  tilt  bo^rftal  in  iU  activitiea  to 
inform  and  educate  boapiul  staff  on  ^e 
po!*"5es  and  guidtHnaa  adopted  by  the 
hospital 

3.  The  Department  recommends  that 
he  ICRC  review  existing  prooedum 
used  by  the  hospital  and/or  recommend 
the  adoption  of  new  procedures  to 
facilitate  eifective  coordination  and 
cooperation  between  Use  hospital  and 
the  State  child  protective  services 
system  with  respect  to  that  system's 
activities  relating  to  preventing  the 
withholding  cf  medically  indicated 
treatment  fron  disablecf  infanU  with 
life*threatening  conditions.  Ihese 
procedures  should  include:  (a) 
Provisions  regarding  the  responsibilities 
under  State  law  for  the  aospitaL 
physicians  and  other  medi&il 
professionals  cO  rep;>rt  to  the  chilt] 
protective  services  agency  suspected 
instances  of  medical  ne^ect  (including 
the  withholding  of  medically  indicated 
treatment  &om  disabled  infants  with 
life-threatening  conditions):  (b) 
provisions  regarding  the  designation  of 
individuals  (hereafter  refened  to  as 
**designated  individuals**]  within  the 
hospital  (who  may.  but  need  not  be. 
members  of  the  ICKC)  to  serve  the 
liaison  function  with  ii^e  dilld  protective 
services  agency  in  connection  with  the 
agency's  programs  and  procedures  for 
responding  to  the  reporting  of  medical 
neglect  (including  the  withholding  of 
medically  indicated  treatment  from 
disabled  infants  with  ]ife*threatcning 
conditions);  (c)  procedures  for 
coordination  bfetween  the  designated 
individuals  and  the  ICRC  in  response  to 
consultations  initiated  by  the  agency;  (d) 
procedures  for  prompt  notification  by 


it<5  designated  individuals  to  the  agency 
of  suspected  medical  neglect  (including 
instances  of  %vithholding  of  medically 
indicated  treatment  fron  disabled 
infants  v;ith  kife*thrca!ening  conditions); 
(e)  procedures  to  facilitate  compliance 
by  the  hospital  and  medical  personnel  of 
any  and  au  oth^r  requirements  of  State 
law  relating  to  activities  of  the  child 
protective  services  system  in  conn^A*^on 
with  the  system's  programs  anCJ%/t 
procedures  concerning  die  withholdins 
of  medically  indicatedf  treatment  from 
disabled  iriants  wl:h  life-threatening 
conditions;  and  (1)  such  other 
procedures  as  may  be  appropriate  to 
faciliUte  effective  coordination  and 
consultation  between  the  hospital  and 
medical  personnel  and  the  child 
protective  servicss  agency. 

VI,  Council  and  Review  in  Specific 
Cases 

A  major  function  of  the  Infant  Care 
Review  Committee  is  to  review  and 
offer  counsel  In  apedllc  ceses  involving 
disabled  infanU  with  life^threatenlng 
conditions.  Set  forth  below  are  the 
procedures  HHS  recommends  for 
canyii^  out  this  function  in  two 
contexU.  The  first  context  is  prospective 
reviei^*  of  cases  regarding  infant  patients 
concerning  whom  treatment  decisions 
are  being  made  or  shout  whom  there  are 
otherwise  issues  of  present  or  future 
treatment  Ihe  second  context  is 
retrospective  review  of  cises  concerning 
which  there  is  then  no  issue  of  present 
or  future  treatment 

A.  Prospective  Review  and  Counsel. 
In  sddiiion  to  regularly  scheduled 
meetings,  emergency  ICRC  meetings 
should  take  place  under  specified 
circumstances  to  permit  review  of 
individual  cases.  The  hospital  should,  to 
the  extent  possible,  require  in  each  case 
that  llfe^ustaining  treatment  1:^ 
continued,  until  the  ICRC  can  review  the 
case  and  provide  advice. 

1.  Because  of  the  need  for  prompt 
review  and  counsel,  emergency  ICRC 
meetings  may  have  to  be  convered 
within  24  hours  (or  less  tf  indicotad). 
Such  meetings  should  be  convened 
when  there  is  disagreement  between  the 
family  of  an  infant  and  the  infant's 
physician  as  to  the  withholding  or 
withdrawal  o5  treatment  when  a 
preliminary  decision  to  withhold  or 
withdraw  life-sustaining  treatment  has 
been  made  in  certain  categories  of  cases 
identified  by  thp  'CRC  in  its  s^adfic 
policies,  when    «re  is  disagreement 
between  members  of  the  hospItaPs 
medical  and/or  nursing  slcffs.  or  ytht\* 
otherwise  appropriate, 

2*  Such  emergency  ICRC  meetings 
should  take  place  upon  the  request  of 
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any  member  of  the  ICKC  or  hospital 
ataff  or  parent  or  guardian  of  the  infant 
Tht  ICRC  ak«>uld  nave  procedures  to 
preserve  the  confidentiality  of  the 
Identity  of  persons  making  such 
requests,  and  such  persons  should  be 
protected  from  reprisal  Whan 
appropriate,  thelCRCor  a  designated 
member  should  inform  the  requesting 
individual  of  the  ICRCs 
recommendation. 

S.  The  ICRC  m-^y  provide  for 
telephone  and  other  forms  of  review 
when  tha  tisning  and  nature  of  the  case, 
as  identified  in  policies  developed  by 
the  ICRC  make  the  convening  of  an 
fmtrtencymeeUng  impracticable. 

4.  bluergency  meetings  should  be  open 
to  tlie  affected  parties.  When 
appropriate  to  ensure  informed 
discission, «  physician(s]  experienced 
in  tbt  evaluation  and  treatment  oi  tha 
relevant  diaabilJty(ies]  or  life- 
threatening  condition(s)  ehould  be 
invited  to  atteiJ.  Hie  iCRG  should 
ensv^  that  the  interests  of  the  parents, 
the  phyiidan,  and  the  child  are  fully 
considered;  that  family  members  have 
been  fully  toformed  of  the  patient*s 
condition  and  prognosis  and  that 
appropriate  counseVing  services  have 
been  made  avaUable  to  Aem:  and  that 
they  have  been  provided  %vith  a  listing 
which  describe!,  and  any  further 
information  they  need  to  fadlita^e  their 
access  to,  the  services  furnished  by 
parent  support  groups  and  public  and 
private  agencies  is  the  geographic 
vidnit^to  infsnts  %vith  conditions  such 
as  that  before  the  ICRC 

5.  HHS  recommends  that  to  ensure  a 
comprehensive  evduation  of  aD  options 
and  factors  pertinent  to  the  committee's 
deliberations,  tha  chairperson  designate 
one  member  of  the  ICRC  to  act  in 
connection  with  that  spedfic  case,  as 
''spedal  advocate**  for  the  infant  Tbe 
spedal  advocate  should  seek  to  eneure 
that  an  considerationa  in  favor  of  the 
nrovision  of  addiUonal  treatment  are 
fully  evaluated  an<'  considered  by  the 
ICRC  The  chaitper»on  should  make 
dekr  to  all  participants  and  observers 
that  the  designation  o?  a  ''apedal 
advocate**  is  a  standard  procedural 
practice  to  ensure  thorough  deliberation, 
and  that  it  does  not  imply  that  any  other 
partidpant  is  Issa  concerned  about  the 
welfare  of  the  infant 

A.  In  cases  in  which  there  is 
disagreement  on  treatment  between  a 
physidtn  and  an  infant*a  family,  and  the 
family  wishes  to  continue  life>susUining 
treatment  the  ICRC  should  counsel  that 
the  f amily*a  vclshes  be  carried  out,  for  as 
long  as  the  family  wishes,  unless  such 
treatment  Is  meoically  contraindicated. 
When  there  is  physidan/family 
disagreement  anri  the  family  refuoes 


consent  to  Ufe-sustaining  treatment  and 
the  ICRC  after  due  deliberation*  in 
accordance  with  the  polides.  prindples 
and  procedures  set  forth  above,  agrees 
%vith  the  family,  the  ICRC  ahould 
counssl  that  the  treatment  (other  than 
appropriote  nutrition,  hydration,  and 
medication]  be  withheld,  When  there  is 
physidan/family  disagreement  and  the 
family  refiises  consent  bu'  the  !CRC 
disagrees  %vith  the  family,  tha  ICRC 
ahoidd  counsel  that  the  hospital  board 
or  appropriate  oflidal  immediately  refer 
the  matter  to  an  appropriate  ooart  or 
child  protective  services  agency  in 
accord  nee  with  applicable  reporting 
requirements  and  related  procedures, 
and  that  every  effort  be  made  to 
continue  treatment  preserve  the  sutus 
quo,  and  prevent  worsening  of  the 
Uifant*a  condition  until  auca  time  as  the 
court  or  agency  renders  a  decision  or 
takes  other  appropriate  actioa  The 
ICRC  abjuld  also  follow  this  procedure 
in  cases  ini^ch  tbe  famQy 
physidan  agree  that  life-auitainlog 
treatment  aSould  be  wi^iheld  or 
withdra%vn,  bat  tha  ICRC  disagrees. 

fi.  Retro$p9Ctiv0  Record  lUri§w.  For 
the  purpose  of  monitoring  ^ 
eH^ectiveness  of  polides  and  procedures 
of  the  hospital  and  ICRC  the 
Department  recommenda  that  the  ICRC 
at  its  re^arly<scheduled  meetine. 
review  all  records  involving  withholding 
or  termination  of  medical  or  surgical 
treatment  to  infants  consistent  with 
hospital  polidea  developed  by  the  ICRC 
unless  the  case  wu  previously  before 
the  ICRC  for  emergency  review.  If  the 
ICRC  Unds  ^hat  a  deviation  was  made 
^m  the  im  !tutional  polides  in  a  given 
cace.  it  should  conduct  a  review  and 
report  the  findings  to  appropriate 
hospital  personnel  for  appropriate 
action.  If  the  ICRC  finds  that  revisions 
to  institutional  polides  are  necessary  or 
appropriate,  it  should  develop 
appropriate  recommenda tiona. 

Approved^ 
Dftttd:  April  1,1035. 
CEvarettlCoep, 

Surgeon  Centra!*  USL  Public  Hedth  Serviot, 

Dated:  March  29.  IMS. 
Doiou  R.  Hariy« 

At$istantSicr9tQTy  for  Human  Dmlppomt 

Dated:  April  5,1965. 
MugarttKLHeddar, 

Secrstary, 

Appendix 

Analysis  of  Model  Guidelines  for 
Health  Care  Providers  to  Esteblish 
Infant  Care  Review  Committees  and 
Comments  Submitted  Regarding  Interim 
Model  Guidelines. 


J.  InUwfccU'on 

Sectirn  I  of  the  model  guidelines 
includes  introductory  information  to  lay 
the  foundation  for  the  Department*a 
recommendation  ihai  hospitala  establish 
iCRCTs.The  Department  believes  the 
fadors  identified  are  particulariy 
pertinent  with  respect  to  hospitals  with 
tertiary  level  neonaUl  care  unite,  and 
thus  espedally  recommends  ICRCs  for 
such  hospitals. 

A  number  of  comments  submitted  in 
connection  with  the  interim  model 
guideliiies  expressed  concern  that 
although  the  interim  guidelines  were 
identified  as  advisory,  the  format 
atnicture  and  wording  could  give  the 
impression  that  they  were  mandatory  or 
that  there  were  some  legal  regulatory  or 
admlnistrativa  enducementa  aasodated 
with  them.  Some  commenters  expressed 
the  view  that  the  interim  guidelines 
were  too  inflexibls  to  accommodate 
divenlty  amoag  hospitals,  and 
suggested  thMt  a  different  type  of  model 
auS  ae  one  tiut  Identified  a%nificant 
concepts  and  suggested  alternative 
approadtea,  would  be  bettir.  Some 
commenters  who  indicated  A:(sglvings 
about  the  potential  effectivene^  of 
ICRCs  suggested  the  Department  soften 
the  degree  to  which  it  recommends 
ICRCs. 

In  response  to  these  concerns,  the 
Departrjent  has  revised  some  of  the 

introductory  material  to  dari^  that  the 
guidelines  m  purely  advisorv,  that 
esublishjnent  of  an  ICRC  and/or 
adoption  of  this  model  does  not  relieve 
any  legal  responsibilities  of  the  hospital 
(induding  responsibilities  relating  to 
State  child  protective  aervlcea 
activities},  and  that  every  hospital  is 
com;)letely  free  to  adopt  adapt  or 
ijpore  the  model  In  short  these  model 
guidelines  are  accompanied  by  neither 
carrots  nor  sticks. 

The  comments,  however,  have  not 
shaken  the  Department's  belief  that 
ICRCs  can  be  very  valuable  in 
advancing  the  objective  of  assuring  the 
provision  of  appropriate  medical  care  to 
disabled  infanU  with  life^threatening 
conditions,  and  that  the  Department's 
legislative  charge  is  to  develop  a  model 
that  indudes  those  prindples  and 
procedures  the  Department  believes  are 
important  for  ICRCs  to  realise  their 
potential  efficacy.  The  Department 
recognizes  that  realization  of  this 
potential  will  require  not  only 
dedication  to  the  concept  of  ICRCs.  but 
also  persistence  in  evaluating  and 
sharing  information  about  experience 
vdth  ICRCs,  induding  those  that  ere 
based  on  different  models,  to  facilitate 
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tnfonnsd  ludgmentt  about  poiilbla 
refinamenti  and  improvama.^ 

With  all  of  then  coniiderationt  In 
nind,  tbt  introductory  Infonnptioo 
continuea  to  rtcommend  strongly 
ICRCri„tipadaUy  forhotpItaU  with 
tertiary  Iav«l  neonatal  care  units,  and  to 
urge  careful  coniideration  of  al) 
alamanta  of  thii  modal. 

Z  EctobJiihmtnt  andPtLyoi$ 

Uiiaection  of  the  model  guldalines 
liiU  the  pujpoaei  and  functiona  of  the 
ICRC  in  ebe  tenna  aet  forth  in  the  Act  It 
ii  not  materially  changed  from  the 
proWtion  included  in  the  inlarim 
guidelines.  Some  commentan  luggettad 
a  different  name  for  the  committee,  audi 
a  I  "Infant  Bloethica  Committee**  or  loma 
other  term  that  ampbaiized  the 
commlttae'i  function  of  oonaiderii^ 
quaitiona  of  medical  athlca.  The 
Depinmant  bai  not  chanrid  the  title  of 
the  committee  because  nothing  ia  the 
authorising  statute  corvoboratee  the 
notlcm  that  the  focui  of  the  committee 
ahould  be  **medical  athlca,**  at  leaat  to 
the  extent  that  term  cooaotaa 
conilderatlona  different  than  thoae 
involved  in  evaluating  medical 
treatment  potiibilltiei  that  *Vill  be  most 
likely  to  be  affective  in  ameliorating  or 
correcting"  all  Iife*threataning 
conditlona.Thui.  the  Department 
continuea  to  believe  the  title  "Infant 
Cere  Review  Committee*'  beit 
characterize!  the  purpoiea  and 
functlona  of  the  committee. 

3.  Membenhips  of  the  JCRC 

Sectiori  m~A  of  the  model  guidelines 
recommendi  the  membership  of  the 
IC^sC  The  Department  received 
nu^neroua  commenti  regarding  this 
section  of  the  interim  euldelinei.  Som^ 
commentera  iuggr;tea  that  no  particular 
membership  ihould  be  ipedfied  to 
permit  more  flexibility,  such  ai  an 
option  to  limit  membership  to  the 
hoipitara  medical  itaff.  Some 
commentert  luggeited  that  snore 
ipedfic  qualification!  and  credentials 
ahould  be  reoulred  for  memberehip,  luch 
aa  requiring  that  the  nurse  be  a 
registered  professional  nurse,  that  the 
physician  be  a  neonatologist,  that  the 
aodal  woricerhave  certain  credentials, 
that  the  representative  of  a  disability 
group  have  certain  training  or 
professional  standing,  and  the  like. 
Some  commenters  urged  that  members 
from  other  disciplines  should  t>e 
represented,  such  as  a  speciel  education 
teacher,  an  ethicist,  a  family  physician, 
and  the  like.  Some  commenters* 
proposed  that  the  ICRC  should  have  a 
more  formal  meci.&nlsm  for  advocacy 
for  disabled  infants,  such  as  the 
inclusion  of  a  trained  child  advocate 
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appointed  by  an  independent  entity,  the 
inclusion  of  a  permanent  ^'spedal 
advocate,**  or  the  like.  Some 
commenters  recommended  that  the 
ICRC  should  have  a  higher  number  or 
percentsge  of  physicians  and  other 
medical  professionals. 

In  response  to  these  commsnta,  the 
Department  has  m^de  several  changes 
to  Che  modal  from  %^at  appeared  in  the 
interim  guidelinH.  First,  the  model  now 
idantliles  the  key  concept  that  ahould  be 
the  basis  for  de^lons  on  mambars hip: 
lhat  thp  ICRC  ohould  c(»sist  of 
indlvidiiala  from  varied  disciplines  and 
fvirspectives.  Second,  the  model  now 
identifies  a  recommended 
membership  that  is  designed  to 
implement  this  multi-discl;  lary 
approach,  and  provides  fu.  m 
suggestloca  foraupptamenung  the  core 
membership  on  a  permenent  or  other ' 
formal  or  informal  basis.  Third,  a 
repnsantative  of  the  lege!  profession 
has  been  dropped  from  the 
recommended  core  membership  and 
Included  in  the  list  of  Indlvidaals  to  be 
considered  for  supplementation  of  the 
oore  mamberahlp  t)ecause  legal  counsel 
for  the  ICRC  is  elsewhere  (in  section  ID- 
6-1)  provided. 

Ine  Department  believes  these 
revisions  strike  an  appropriate  and 
workable  balance  between  2he  need  for 
a  multl*disdplinary  approach  and  the 
unworkabili^  of  forming  a  committee 
with  a  representative  of  every 
discipline,  perspective  or  group  that 
might  have  a  more  refined  or  more 
general  or  more  expert  or  different  point 
of  view.  Ihe  use  of  one  or  more  of  the 
suggested  mechanisms  for 
supplementing  the  disciplines  and 
perspectives  represented  by  the  core 
membership  reinforces  the  prime 
concept  of  a  multl*disclplinary  approach 
without  making  the  ICRC  unwoncabla. 

The  Department  rejects  the  argument 
that  no  committee  membership  should 
be  recommended  because  the 
Denartment  believes  edoption  of  the 
multi-disciplinary  approach  is  viul  to 
the  effectiveness  of  the  ICRC.  However, 
although  the  Department  recommends 
the  selection  of  highly  qualified 
indlWduala,  the  Department  believe^  it 
unnecessaiv  to  specify  certain 
educational  or  other  credentials  for 
members. 

In  addition,  the  Department  hss  not 
adopted  the  various  suggestions  for 
formal  advocacy  for  disabled  infants.  In 
judicial  proceedings  involving  a 
neglected  child.  It  is  /Ital  that  the  child 
have  0  skilled,  independent  advocate. 
For  this  reason,  section  4(b);2)(G}  cf  the 
Federal  Child  Abuse  Prevention  and 
Treatment  Act  requires  the}  a  guardian 
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ad  litem  be  appointed  to  represent  the 
child  in  all  such  proceedings.  But  the 
Department  believes  the  fimctions  of  the 
ICRC  are  much  di^erent  from  those  of  a 
court  A  court  makes  a  binding  decision 
on  the  Hghta  and  respoi>{$ibil!ties  of  the 
parties  before  l\  In  contrut,  the 
function  of  the  iCRC  K  as  set  forth  in 
the  statutory  directive  for  HHS  to  issue 
these  guldeDnes,  to  educate  hospital 
personnel  and  families,  to  recommend 
institutional  policies,  and  to  "offer 
counsel  and  ra\iaw**  in  specific  cases. 
Itierefore,  the  Department  believes  it  is 
neither  necessary  nor  appropriate  to 
replicate  a  guardian  ad  litem  function  on 
the  ICRC 

4»  Adminiitrotion  of  the  ICRC 

Section  m-B  of  the  guidelines 
addresses  several  matters  regarding  the 
administration  of  the  ICRC  Paragraph 
two  calls  for  procedures  to  ensure  that 
both  hospital  personnel  and  patient 
fajftilllas  are  fully  Informed  of  the 
existenoa  and  frmctlona  of  the  ICRC  and 
lU  availability  on  a  2l*hour  basis.  Some 
commentera  auggested  this  inforu:ation 
also  be  widely  publicised  to  the  public 
to  fad^itata  requests  from  persons  other 
than  hospital  pdr(i>nnel  and  patient 
families  for  review  cf  specific  cases.  The 
Department  has  not  adopted  this 
suggestion.  Although  child  protective 
services  agencies  permit  any  person  to 
make  reporta  of  suspected  child  abuse 
and  neglect,  including  suspected 
medical  neglect  involving  the 
withholding  of  medically  indicated 
treatment  from  disabled  infanta  with 
life-threatening  conditions,  HHS  does 
not  view  the  functions  of  the  ICRC  in  the 
same  light  ilie  ICRC  is  not  designed  to 
be  an  arm  of  the  State  child  protective 
aervices  system,  and  thus  procedurea 
appropriate  for  that  system  are  not 
necessarily  appropriate  for  the  ICRC 
The  purpose  of , the  ICRC  Is  to  assist  the 
hospital  in  assuring  the  provision  of 
medical  care  and  related  service  that 
are  consistent  with  fiood  medical 
standards  and  the  obligations  of  the 
hospital  and  medical  personnel  under 
applicable  hw.  Rather  than  replicate 
procedures  of  the  child  protective 
services  system,  the  guidelines,  in 
section  V^,  caU  for  the  ICRC  to  develop 
recommended  policies  to  facilitate 
elective  coordination  and  cooperation 
between  the  hospital  and  the  child 
protective  services  system. 

Paragraph  three  calls  for  the  ICRC  to 
inform  itself  of  pertinent  legal 
requirements  and  procedures,  Including 
those  /elating  to  child  protective 
w^nices  egcncy  activities.  In  response  to 
comments,  a  sentence  in  the  interim 
guidelines  that  called  for  the  ICRC  to 
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coniult  vrith  the  child  protective 
•ervicci  Agency  ha»  been  deleted  from 
thli  isodel.  A  new  provision  hti  been 
added  toiection  V-^  to  deal  with  the 
iiiue  of  the  relitioiuhip  bet  weeo  ihe 
ICRC  end  the  SUte  child  protactive 
9ervlceia|ency. 

Parairaph  fourrelatei  to  maintenance 
and  counaentiality  of  recorda.  Soma 
commentera  aufgetted  a  more  limited 
proviaion  concerning  the  conHdentiality 
of  record)  than  the  provision  in  the 
interim  model  luidtline  that  recorda  be 
made  avaikbleto  appropriate 
fovemment  MAdei,  or  upon  court 
order,  or  ai  othenviae  required  by  lew. 
Other  commentert  proposed  more 
detaOedrecord'lceepini  requirementa. 
such  ai  naintaining  taped  or  detailed 
written  minutai  of  *U  meetlnga,  end  a 
proviaion  for  rtf^ar  tranamittal  of  theae 
materials  to  the  State  child  protective 
services  aiency.  HHS  has  made  no 
material  chanfie  in  this  proviaion. 
Matten  rf|jirJin|  the  confidentiality  of 
medical  records  and  the  avaOability  of 
tboae  recorda  to  oourla,  adrAinistrative 
agencies,  and  the  like,  are  alreadv 
specifically  dealt  with  under  the  law. 
Ihe  Department  does  not  believe  it 
%opropriate  to  try  to  ectabllsh  a  new  or 
diifareot  set  of  standards  for  thia 
purpose  The  Department  he's  also  not 
adopted  more  detailed  recordkeeping 
standards  of  the  ICRC.  HHS  does  not 
believe  the  atandard  procedures 
applicable  to  JudicUl  proceedings  or 
certain  adminlstraUve  activiUes,  v^ch 
may  require  trtAscripis  cr  other  detailed 
recordSt  are  necesaaary,or  approp.  ite  in 
relation  to  the  purposes  and  hmctions  of 
ICRCa* 

Some  commentert  sulfated  a 
pro\islon  be  added  to  thi  guidelines  to 
pro\'ide  Immunity  or  idemnification  for 
the  ICRC  and  its  members  againat  any 
potential  dvii  liability  for  actioca  Uken 
by  the  ICRC  Ihe  Department  has  no 
power  to  grant  Immimity,  nor  does  HHS 
have  sufTident  familiarity  with  the 
pertinent  provisions  of  State  law  that 
might  hive  a  beariiig  on  the  issue  to 
rtcoAinaend  that  hospitals  and  ICRCs 


take  any  particular  motion  on  thia 
question.  Hospitals  and  ICRC*a  that 
believe  it  appropriate  to  explore  this 
Question  fotiier  should  consult  with 
tneir  counsel  . 

^  EducQtionol  Activities  f 


Section  IV  of  iht  guidelines  outUnea 
recommended  ICRC  activities  relating  to 
its  function  cf  educaing  hospital  T 
personnel  and  families  of  disabled, 
infants  with  iife-threatening  cot  iUona. 
In  response  to  public  comment*,  one\ 
change  has  bjen  made  from  the  interim 
guidelines,  addisg  that  %vhen 
appropriate,  the  ICRC  make  available  to 
hospital  personnel  '*id  familiea 
informatioa  concerning  adoption 
placement  counaeliine  and  aervicea  in 
the  community. 

No  diangH  have  been  made  in 
response  to  some  commenta  that  the 
educational  activities  listed  exceed  the 
capabilitias  of  ICRCs  or  would  require  a 
fun*time  ataff  member,  or  to  other 
commenU  that  the  activities  listed  are 
duplicative  or  other  activitiea  alrMdy 
being  performed    hospital  ataff.  Hie 
Departmerl  believes  the  ectivitiiss  listed 
are  not  exDesaive.  and  nothing  in  the 
model  sug^'«sta  that  an  ICRC  is 
supposed  19^  iaolata  itaelf  froui  the 
ongoing  activities  of  varioua  units  of  the 
hospital  that  nonnally  en^gage  in  aocial 
aervices  counselling  and  assistance,  in* 
house  educational  activities,  the 
provision  of  informction -to  patients  and 
their  families,  and  the  like. 

ft  Policy  Development 

Section  V  of  the  model  guidelines 
outlines  activities  relating  to  the 
function  of  the  ICRC  to  recommend 
iiutilutional  poUdes  and  gufdelinea 
concerning  the  withholding  of  medically 
indicated  treatment  from  diaabled 
infanta  with  life-threatening  c(^ditiona* 
Section  V-A  aeta  forth  the  basic  policy 
that  should  guide  the  ICRC 

Some  commenters  sought  chrification 
of  H'hat  they  viewed  as  an  inconsistency 
between  the  reference  at  some  places  in 
the  interim  guidelines  to  **developing** 


policies  and  guidelines  and  the 
reference  at  other  places  in  the  mode!  to 
**iecommending**  policies  and 
guidelines.  The  statutory  proxision  that 
directed  the  Secretary*  to  issue  these 
model  guidelines  refers  to  this  purpose 
of  the  ICRC  as  '^commending 
institutional  polidts  and  guidelines.'*  * 
Mothb;g  in  the  interim  guidelines  'vas 
intended  »o  deviate  from  this  standard, 
\and  several  changeu  have  been  made  in 
aeciion  V  to  avdid  any  lack  of  clarity  on 
,ihia  point 
\J   Sc  ma  comments  suggested  that  the 
atatement  of  the  ICRCa  **b&sic  policy.** 
stated  in  the  modal  as  "to  prevent  the 
withholding  oiosadically  indicated 
treatment  from  disabled  infanta  with 
life-threatening  conditions.**  was  too 
narrow  in  that  it  dealt  with  only  ona 
function  of  the  JCRC.  and  that  it  abould 
be  made  aore  general  The  Department 
in  making  no  material  change  to  this 
atatement  ia  fuided  by  the  statutory 
language,  whidi  Secribes  the  ''policy'* 
purpoee  of  the  committee  as 
**recoBunending  laatitutkmal  polides 
and  fuidelinea  concerning  the 
withnolding  of  medici^Uy  I'^diceted 
treatment  (as  that  term  ia  defined  in 
daoae  (3)  of  aection  3  of  the  Act . .  .r 
from  diaablad  InfanU  %vith  life* 
threatenirig  conditiona.  The 
incorporation  of  the  definition  of  ^he 
term  'Svithholdtng  of  medically  indicate 
treatment**  contained  in  section  3  of  the 
Child  Abuse  Prevention  and  Treatment 
Act  as  amended  by  the  Child  Abuse 
Amendments  of  IWi  (md  the  context  of 
the  1954  amendments  make  clear  that 
polides  **regardino**  the  withholding  of 
medically  indicated  treatment  should  be 
Ifuided  by  ths  prindpla  that  polides  and 
guidelines  should  be  designed  **to 
prevent"  auch  withholding.  Thus,  the 
Depai^ent  believes  that  in  developing 
recommended  instimtlonal  polides  and 
guidelines,  the  guiding  principle  should 
be  to  prevent  the  witlmolding  of 
medically  indicated  treatment  from 
disabled  infanta  with  life-threatening 
conditions. 
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Parz^raph  one  of  lection  V-A  leti 
forth  the  itatutory  defmiUoU  of 
••withholdinK  of  medically  indicated 
treatment.**  which,  at  noted  above,  it 
incoroorated  into  the  itatutory  directive 
that  the  Secretary  iisue  these  model 
guidelines.  Paragraph  two  sets  forth  two 
definitions  of  tenns  contained  in  the 
basic  statutory  definition.  These  two 
definitions  are  taVen  from  tiie 
Conference  Committee  Report  on  the 
Child  Abuse  Amendments  of  2964. 

The  interim  model  guidelines  also 
included  provisions  relating  to 
dcHnitions  of  other  terms  used  in  the 
definition  of  *'w{thhoIding  of  medically 
indicated  treatment.**  ;;rovi3ions  that 
were  identical  to  definitions  included  in 
the  proposed  regulation  to  implement 
the  Child  Abuse  Amendments  of  18S4.  In 
f€sponse  to  comments  regs rding  thttt 
provisions  in  the  proposed  rule  and 
interim  model  guideline  they  were  not 
tdopteO  in  the  final  nil'  and  bava 
similariy  not  been  adopted  in  these  final 
modu)  guideliru. 

The  appendix  to  the  final  rule, 
however,  includes  the  Department's 
interpretative  guidelines  regarding  terms 
used  in  the  statutory  definition.  It  also 
includes  a  detailed  discussion  of  these 
interpretations,  as  well  as  2ie  comments 
received  by  the  Department  The 
information  contained  in  the  appendix 
to  the  final  rule  may  assist  the  '^C  in 
understanding  dimensions  of  tu. 
definition  of  ''withholding  of  medically 
Indicated  treatment**  The  Department 
reconm:ends  in  paragraph  (3)  that  the 
ICKC  carefully  review  the  appendix  to 
the  final  rule. 

7.  Development  of  Specific  PoJicitt  and 
Guidelines 

Section  V-B  of  the  model  guidelines 
recommends  specific  activities  of  the 
ICRC  relating  to  iU  function  of 
recommending  Institutional  policies  and 
guidelines.  A  new  paragraph  (three)  has 
been  added  to  the  material  that 
appeared  in  the  interim  model 
guidelines.  Paragraph  three  is  Included 
in  response  to  many  comments  that 
urged  revisions  or  clarifications  to  the 
model  in  connection  with  the  issue  of 
the  Interaction  among:  (a)  The  ICRC;  (b) 
the  child  protective  services  system;  and 
(c)  other  individuals  within  the  hospital 


with  responsibilities  relating  to  the  child 
protective  services  system's  activities. 

This  issue  involves  several  factors. 
First,  under  the  Child  Abuse 
Amendments  of  19&4,  State  child 
protective  service«t  agencies  mu^t.  as  a 
condlUon  of  eligibility  for  Federal 
assistance,  have  in  place  ceruin 
programs  and/or  procedures  **for  the 
purpose  of  responding  to  the  reporting  of 
medical  neglect  (Induding  instances  of 
withholding  of  medically  indicated 
treatment  from  disabled  infants  with 
life-threatening  conditions).*'  Second, 
these  pn  *am8  and/or  procedures  must 
provide  for  **coordination  and 
consultation  with  individuals  designated 
by  and  within**  hospitals.  Third,  they 
must  also  provide  for  *^rompt 
notification**  by  sudi  individuals  of 
suspected  medical  neglect*  includina 
Instances  of  withholding  of  medically 
indicated  treatment  fr^m  disabled 
Infants  with  Uftf-threatening  conditions. 
And  fourth,  other  provisions  of  Stale 
law  relating  to  child  protective  services 
activities,  including  reporting 
obligations  of  medical  personnel  and 
hospitals,  icvestigativa  authorities, 
responsibilities  and  procedures,  and  the 
like,  are  applicable  to  reports  of 
suspected  medical  neglect,  including 
Instances  of  %vithholding  of  medically 
indicated  treatment  from  disabled 
infants  with  life-threatening  conditions. 

The  issue,  thus,  is  how  the  ICRC 
should  rela*'>  to  these  various 
responsibilities  and  activities.  Hie 
model  does  not  provide  a  specific 
answer  because  the  procedures 
implemented  In  particular  hospitals 
should  take  Into  account  the  pertinent 
provisions  of  State  law  and  local  agency 
procedure,  which  are  not  necessarily 
uniform  throughout  the  United  States. 
Hie  model,  therefore,  calls  on  the  ICRC 
to  look  Info  these  matters  and  to 
develop,  in  connection  with  its  other 
policy  development  activities, 
recommended  procedures  for  the 
hospital  to  implement  In  order  to 
facilitate  effective  coordination  with  the 
child  protective  services  system,  as  well 
as  coordination  between  the  ICRC  and 
other  hospital  ofiiclals  in  relation  to 
matters  of  interest  to  the  child  protective 
services  agency  in  connection  with  the 
withholding  of  medically  indicated 
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treatment  for  disabled  infants  wi^h  life- 
threatening  conditions. 

It  should  be  noted  that  the  model  does 
not  specifically  call  for  thi  ICRC  * 
chairperson  ar  membera  to  be  the 
••designated  individuals**  for  the  liaison 
function  with  the  child  prc»i2ctlve 
services  a^»ency.  Such  a  designation, 
however,  might  best  facilitate  effective 
coordination  and  cooperation  with  the 
child  protective  services  agency.  On  the 
other  hand,  $'^me  hospitals  might  prefer 
to  incorporate  this  into  existing 
coordination  mechanisms  applicable  to 
the  full  range  of  potential  diiid  abuse 
and  neglect  issues.  Therefore,  although 
there  are  strong  reasons  for  assigning 
the  ICRC  chairperson  or  other  membei* 
the  liaison  function,  the  model  does  not 
specifically  call  for  this,  but  rather 
recommends  that  the  ICRC  itself 
address  this  and  the  related  Issues. 

A  number  of  ot>er  comments  were 
received  concerning  this  section  of  the 
interim  model  dealing  with  development 
of  specific  policies  and  guidelines.  Some 
commenters  argued  that  the  activities 
called  for  in  the  interim  modal 
guidelines  were  excessively  prescriptive 
and  wo^  ^lead  to  unreasonable 
interfe;^  ai  In  medical  management 
The  Department  Intended  nofhing 
unusual  or  overly  prescriptive  in 
suggesting  that  ICRCs  develop 
recommertded  guidelines  for 
management  of  particular  types  of  cases 
and  procedures  to  be  followed  in 
recurring  circumstances.  Some  revisions 
to  the  language  have  been  adopted  to 
clarify  this  intent 

Other  commenters  suggested  that  the 
model  provide  that  all  specific  policies 
developed  by  the  ICRC  for 
reconunended  adoption  by  the  hospital 
be  submitted  to  and  approved  by  the 
State  child  protective  services  agency 
prior  to  adoption  by  the  hospital.  This 
suggestion  has  not  been  adopted 
because  the  Department* does  not 
believe  the  legislative  directive  to  the 
Secretary  to  Issue  these  model 
guidelines  can  be  construed  to  support  a 
concept  that  ICRC's  are  to  be  directly 
regulated  by  child  protective  services 
agencies  or  that  they  are  to  ^e 
functionaries  of  the  agencies. 
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A  Pio$pecUve  Review  atxl  Couneel 

8«ctioD  VI-AmU  forth  recommended 
procedure*  for  the  ICRC  to  carry  out  Ite 
function  of  offering  protpoctive  review 
end  couneel  in  ueet  involving  dieebled 
InfenU  with  life^threateninf  conditions. 
Purcgrtpke  1  and  2  outline 
circuroetancefi  under  which  emergency 
ICRC  neetiitgt  ihould  be  convened. 
BecauM  of  the  need  for  prompt  review 
and  counaeL  HHS  recommehda  that  the 
ICRC  have  tfie  capability  to  convene  en 
emeieeocy  BMeting  within  24  houra  (or 
kta  u  indicated)  to  oonaider  such  cases. 

The  Department  received  many 
comments  regarding  these  paragraphs. 
Some  commenters  auggestad  that  is 
order  to  avoid  unnecessary  or  excessive 
meetings,  the  model  not  call  for 
emergency  neetinia  vthtn  rs<}uested  by 
any  member  of  the  ICRC  or  hospital 
stsfT  or  parent  or  gusniian  of  the  Infant 
and  that  inatead  the  model  ahou^ 
recommend  a  icreeniitt  process,  such  as 
forthechairpersoo  to  dedde  whether  a 
meethig  is  appropriate.  Odier 
oommentera  tuggeated  that  the  modal 
^  also  cell  for  emergency  meetings  when 
requested  by  any  interested  person  on 
the  grounds  that  somt  cases  that  should 
be  reviewed  msy  not  come  to  the 
attention  of  the  ICRC  under  the  criteria 
included  in  ti)e  model.  HliS  has  not 
adopted  either  toggetUon.  The 
Department  believes  that  nntil  each 
ICRC  hat  gained  some  experience,  It 
msy  fK)t  aoequately  be  able  to  fudge 
whether  review  of  certain  cases  covered 
by  the  criteria  would  actually  be 
unneceisaiy.  SimllsHy,  HHS  is  unawsre 
at  this  stage  of  ICRC  experience  of  the 
likelihood  that  cases  whidi  should  be 
reviewed  would  not  involve  at  least  one 
of  the  seven  criteria  listed  in  paragraphs 
one  and  two  (including  when  it  ia 
**otherwise  approprists**).  In  the  c>^^u 
of  soms  basis  to  beliivs  It  is  necesiary. 
HHS  Is  disinclined  to  suggeit  thst 
medical  professionals  snd  other  ICRC 
members  desJ  with  cases  thst  do  not 
meet  any  of  the  criteria  upon  request  of 
any  person  with  the  same  urgency  and 
priority  as  cases  that  do  meet  the 
criteria. 

Some  commenters  suggested  that 
convening  meetings  on  24*hours  notice 
would  be  impracticable.  Other 
commenters  suggested  thst  the  provision 
In  the  model  (psragraph  three) 
permitting  telephone  conferences  or 
other  methods  of  review  when 
convening  an  emergency  meeting  is 
impracticable  should  be  deleted  occausc 
they  lack  the  effectiveness  ofln-person 
meetings.  HHS  has  made  no  material 
revision  to  the  model  in  this  regard.  The 
Departnient  cominutr  to  recommend 
thot  ICRC'9  respond  tc  zznti  tnat  meet 


the  criteria  identified  on  an  urgent  (24 
hours,  or  less  if  necesssry)  bssis,  and  to 
recognixe  that  the  timing  and  nature  of  a 
case  rosy  la  certstn  drointftsnces  msks 
in-person  meetings  impracticable: 

Two  additional  provisions  hsve  been 
added  in  response  to  comments,  to  the 
version  of  paragrsph  four  that  sppesrsd 
in  the  interim  guidelines.  First 
consistent  %vith  one  of  the  revisions  to 
section  ni<-A  (regarding  membership  of 
the  ICRC),  the  aaodel  suggesU  thst  a 
physicisxi(s)  experienced  in  the 
evaluation  and  treatment  of  the  relevar^t 
disability(ies)  orlife-threstening 
condition(s)  be  Invited  if  appropriate,  to 
the  emergency  meeting.  The  second 
revision  recommezuis  the  ICRC  ensure 
that  parents  receive  appr6;iriata 
counseDint.  as  weU  as  Information 
regarding  the  patienfs  condition  and 
prognosis. 

3he  Department  received  many 
oomments  regarding  the 
recommendation  in  paragraph  five  dmt 
the  chairperson  designate  a  ''special 
advocata**  to  ensure  that  all 
conslderatlcna  in  lavor  of  ad  ditonal 
treatmsnt  are  fully  csr^idered.  Some 
commenters  suggested  that  the  model 
specify  that  the  **specia]  advocate**  must 
be  a  trained  child  advocate  independent 
of  the  hospital  Other  commenters 
suggested  tills  provision  be  deleted 
because  It  would  create  an  adversarial 
relationship:  it  implies  other  ICRC 
members  are  less  concerned  sbout  the 
lnfant*a  beat  interests;  and  It  wiD 
confuse  parents  to  have  someone 
advocating  treatment  in  every jcase, 
e>'en  If  unjustified. 

HHS  has  made  no  material  change  in 
response  to  these  commenta.  As  noted 
above  in  the  disoission  of  section  IIl-A 
(regarding  membership  pf  the  ICRC). 
HHS  does  not  believe  tlie  guardian  ad 
litem  mods]  is  necir«aary  or  appropriate 
for  the  ICRC  Thus,  the  model  does  not 
recommend  formal  represenUtion  for 
the  infsnt  by  a  trsined  sdvocale.  On  the 
other  hand,  the  Department  continues  to 
believe  thst  the  "spedal  advocate'* 
feature  will  contribute  to  a 
comprehensive  avaluation  of  all  options 
and  factors  pertinent  lo  the  committee's 
deliberations.  It  should  be  noted  that  the 
model  does  not  call  for  the  ^special 
advocate**  to  be  a  **treatment  advocate.** 
if  nontreatment  Is  sppropriate  and  . 
permissible  under  spplicable  standards. 
Rather,  the  special  advocate  Is  to  ensure 
that  all  considerations  in  favor  of 
additional  treatment  are  fully  evaluated 
and  considered  by  the  ICRC.  This  does 
not  require  that  the  special  advocate 
argue.  Just  for  the  sake  of  argument. 
u*]th  the  judgments  of  other  ICRC 
members  who  have  fully  evaluated  and 


considered  all  pertinent  factors  snd  who 
believe  nontrestment  is  not 
inappropriate.  It  should  also  be  noted 
thst  the  model  guidelines  call  for  the 
chairperson  to  make  clear  to  all 
participants  and  observers  that  the 
designs tion  of  s  **specisl  sdvocate**lsa 
stsndsrd  procedural  practice  to  ensure 
thorough  deliberation,  snd  thst  itjdoes 
not  imply  thst  any  other  psrtidpant  is 
less  concerned  sbout  the  welfare  of  the 
infsnt 

Paragraph  six  suggests  the  kinds  of 
recoDunendctions  tne  ICRC  should  make 
in  certain  circumstances.  Some^ 
commenters  urged  revisions  to  the 
wording  of  this  paragrsph  which  they 
thought  could  be  construed  ss 
recommending  that  the  ICRC  wss  to  set 
as  a  decision  maker,  tether  than  periorm 
the  function  of  **offering  counsel  snd 
review,**  es  it  Is  stated  in  the  legislative 
provision  thst  rcoulred  the  Secretary  to 
issue  these  mode!  guidelines.  No 
devistion  from  the  statutory  concept  of 
**offerini  counsel  and  review^  was 
intended  and  several  revisions  to  the 
wordinghave  been  made  to  avoid  any 
misunderstandings  in  this  regard 

A  number  of  commenters 
recommended  revised  or  edditional 
provisions  in  the  model  guidelines 
relsting  to  the  interaction  between  the 
ICRC  end  the  child  protective  services 
agency.  Some  commenters  suggested 
thst  If  life-sustaining  treetmer'  is  not 
being  provided  the  ICRC  sho  Jd  make  a 
report  to  the  child  protective  services 
agency  at  the  conclusion  of  its  meetings, 
regardless  of  whether  the  ICRC  believes 
Medically  indicated  treatment'*  U  being 
withheld  in  order  to  permit  en 
independent  review  by  the  agency. 
Some  commenters  suggested  e  similar 
report  as  soon  e*  the  ICRC  lesms  of  s 
case  that  It  intends  to  rsview,  in  order  to 
permit  simultsneous  review  by  the 
agency*  or  monitoring  by  the  sgenc>*  of 
the  ICRCs  deliberations.  Some 
commenters  suggested  that 
consideration  by  the  ICRC  should  permit 
s  delay  in  reporting  to  the  child 
protective  services  sgency. 

The  Department  hss  msde  no 
revisions  or  additions  to  the  model 
guidelines  in  response  to  these 
comments.  As  «sted  sbove  In  the 
discussion  of  section  V-B  (regarding  the 
development  of  specific  policies  ana 
guidelines*,  the  existence  and  activities 
of  the  ICRC  do  not  amend  the 
responsibilities  under  State  law  of 
medical  pr/'fessionals  and  tht.  hospital 
to  report  to  the  child  protective  services 
agency  suspected  instances  of  medical 
neglect  (including  the  withholding  of 
medically  indicated  ueatmeni  from 
disabled  mfants  with  Iife*threatemng 
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wnditiona).  Nor  does  the  exisltnce  of 
the  ICRC  reduce  or  affect  the  righti  of 
other  persons  to  report  suspected  esses 
to  the  agency.  Although  the  child 
protecUve  services  agency  and  the  ICRC 
are  to  be  guided  by  similar  prindpbs 
and  standards  regarding  the  best 
Intirtsts  of  tha  child,  the  Derartment 
believes  thev  have  separate  and  distinct 
hmciions.  The  primary  function  of  the 
ICRC  in  this  context  is  to  offer  counsel 
to  the  attending  physician(s),  the 
botpital  and  the  family  to  assure  that 
the  parents  have  the  benefit  of  prudent, 
knowledgeable  and  professional 
evaluations,  recommendations  and 
Mrvices.  consistent  with  appropriate 
medical  standards,  to  assist  them  in 
neking  sound  decisions  legarding  the 
welfare  of  their  child  Tbe  function  of 
Ae  diild  protective  services  agency  is  to 
determine  those  drcumslances  in  whldi 
tht  po%ver  of  the  8ute  must  be  faivoked 
to  protect  the  infant,  and  then  to  take 
Appropriate  action  to  do  so.  Linkages 
between  child  protective  servicee 
agtndes  and  health  care  institutions 
and  professionals  are  already  establish 
in  law.  and  the  legislative  history  of  the 


Child  Abuse  Amendments  of  1964 
makes  dear  these  existing  mechsnisms 
art  to  apply  in  connection  with 
instances  of  wilhholdins  of  medically 
indicated  treatment  from  disabled 
infants  with  life*threatening  conditions. 
In  view  of  these  fsctors,  the  model  does 
not  enlsrga,  contract  or  amend  the 
applicable  legal  standards  for  reporli?:g 
to  child  protective  services  agendes. 

ft  lUtmpecUve  Record  Review 

Section  VI-B  of  the  model  guidelines 
recommends  that  the  ICRC 
retrospectively  revisw  records  In  cerUln 
categories  of  cases  as  a  method  of 
monitoring  the  effectiveness  of  the 
polides  and  procedures  of  the  ICRC  and 
boepitaL 

In  response  to  rome  comments  tiut 
the  desa^ption  of  this  activity  in  the 
interim  guidelines  gave  the  Impression 
of  an  unproductive,  afte^tike*fact  fault- 
finding mission^  this  sectioa  has  been 
revised  somewhat  to  clarify  its  purpose. 
8ome  oommenters  suggested  that  tne 
modd  call  for  ICRCs  to  report  to  the 
diild  protective  services  ageixcy  any 
discovered  deviations  from  hospital 
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polides.  Other  commenters  suggested 
annual  reports  to  the  agency  of  the 
resulu  of  the  ICRC  review  of  all  cases, 
to  be  followed  by  compilations  by  the 
agencj'  and  by  HHS  for  publication.  For 
the  reasons  set  forth  in  the  discuuion 
abovi  regarding  section  Vl-A 
(concerning  prospective  counsel  and 
review),  the  Department  her  not 
adopted  these  suggestions.  The  reports 
the  ICRC  and/or  the  hospital  make  to 
the  child  protective  services  agency  or 
anv  other  entity  should  be  those 
indicated  by  applicable  requirements. 
With  respect  to  the  objective  of  adding 
tu  professional  and  public  knowledge  of 
the  potential  benefits  and  difficuhies  of 
ICRCs.  the  Department  agrees  that 
activities  relating  to  this  objective 
should  be  encouraged  throo^  the 
mechanisms  of  professional  and  public 
communications,  but  believes  it  la 
beyond  the  intended  scope  of  these 
model  guidelines  to  seek  to  organlxe 
some  comprehensive  InformctioD 
compilation  and  distribution  system. 

[FK  Doc.  es-am  FUed  4-11-4S:  IC^  am] 
aaiMo  cooc  4ts>^^ 
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Appendix  K 


In  re  Steiohaus 


STATE  OF  HI^^MESOTA 


IN  COUNTY  COURT 


COUHTX  OF  REDWOOD 


JUVENILE  COURT  DIVISION 


In  tht  Matttr  of  th«  Welfar*  of 


Lanet  Tyler  Stcinhai      a  linor. 


ORDER 


This  latter  east  oa  btfor*  this  Court  upon  th«  aotioas  of  Any 
St«lnhaua  and  Dr.  David   Sttinhon  in  th«    courtroon  of  th«  Lyon 
County  CourthouBe  in  tht  City  of  Mtrihall,  Minnesota  on  th«  Uth 
day  of  Aufuit,  1986,  at  9:00  a.m.    Mr.  David  P«t«r«on,  30^  North 
Third  Strett,  Marshall,  Minnesota  56258  appeared  on  behalf  of  the 
Redwood  County    Welfare  Department;    Ms.  Natalie    Hausehild,  315 
South   Washington,    Box   377,    Redwood   Tails,    Minnesota  56283 
appeared  on    behalf    of    petitioner  Aay    Steinh&us;    and    Jan  D. 
Halverson,  Unf  ersity  of  Minnesota  Hospital  and  Clinic,  Box  708, 
Harvard  Street  at  East   River  Road,  Minneapolis,  Minnesota  55^53 
appeared  on    behalf  of    Dr.    David  Steinhorn.     Present    was  Mr. 
Titothy  Steinhaus,    father  of    the    child,  represented   by  Cecil 
Kaati,  Attorney   at  Law,    Marshall,    Minnesota  56258.  Present, 
also,  was   Mr.    Michael    Boyle,    Attorne>    at    Uw,  Springfield, 
Minnesota,  representing  the  child. 

The  undersigned,  lupei  all  the  evidence  introduced  at  this 
hearing  and  upon  all  the  files  and  records  herein,  finds  as 
follows: 
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FIMDINGS  OF  FACT 

1.  Lanc«  Tyler  St«inhau5  vaa  born  on  March  20,  1986.  On  or 
about  April  2it  1986  ha  received  aerioua  injuriea,  including  a 
fractured  akull  and  fractured  ribe.  The  child  bc-jaae  comatoaa  on 
that  date  and  has  never  regained  conaciousneaa.  That  the  child 
vaa  the  aubject  cf  a  Heglect  Petition  i-  Redwood  County, 
Kinneaota.  That  the  child  vaa  found  to  be  neglected  a»  the 
reault  of  the  actions  of  tho  child father  and  that  custody  vas 
.  placed  in  the  Redwood  County  Welfare  Department. 

2.  That  the  chiJ-d'a  Mother »  A«y  Steinhaus,  after 
consultation  with  the  child's  doctors  agreed  that  the  'jhild 
•hould  not  receive  antibiotics  and  thftt  a  "Do  Hot  Resuscitate" 
order  should  be  placed  upon  his  aedical  chart. 

3.  Tha<  on  the  Motion  of  the  Redcood  County  Welfare 
Departaent  a  teaporary  restraining  order  wan  signed  on  Augusi  1, 
1^^86  whioh  order  reatwUned  aedical  doctors  from  reaoving  the 
child  froa  antibiotic  tre&taent. 

4.  That  this  Batter  has  coae  before  the  Court  upon  the 
aotion  of  Aay  Steinhaus  and  Dr.  Stelahorn  requesting  that  this 
Court  (1)  diatolve  the  teaporary  injunction  granted  on  August  1, 
1986,  and  (2)  ordering  that  personal  hygiene,  nutrition, 
hydration  and  auctioning  of  oral  secretions  be  continued »  but 
that  any  aggresi<ive  radical  treataent  including  antibiotic 
treatment,  resuscitation  efforts,  surgical  interventir>ni  -nd  ths 
use  of  respiratory  devices  to  treat  Lance  Tyler  Steinhaus  hit 
proacribed  (^ot  rf/quired). 
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5.  Doctor  David  Stdinhom  is  a  Medical  Doctor  and  an 
instructor  of  the  Departaent  of  Pediatrics  at  the  University  of 
Minnaaota  Hospital.  Until  shortly  before  the  hearing  he  was  the 
treating  doctor  fpi"  the  child. 

6.    Dr.  Steiahorn  testified  that  the  child's  current  sedical 
condition  is    one    of    a    "persistent    vegetative    state".  The 
tastlaoay  indicated  that  the  child  vas  not  "brain  de&d"  and  there 
was  soae    activity  in    the  brain,    although  in   his  opinion  this 
activity  pertained  to  basic  priaal  instincts.    He  testified  that 
the  child  is  severly    iapaired  that  he  is    unable  to  handle  oral 
secretions,  that  he  has  e.n  ineffective    cough  and  gag  so  that  he 
cannot  clear    his  airway    effectively.      T&s  child    is  fed    by  a 
feeding  tube  directly  into  his    toaach.    Dr.  Steinhorn  defined  a 
persistant  vegetative    state  as    having  no    interaction  with  his 
environment  and  testified  that    in  his  opinion    the  child  had  no 
hope  of  iaproveaent.    Dr.  Steinhorn  testified  also  that  the  child 
is  susceptible  tj   life  threatening  1. "  ctions    and  that  without 
cntibiotica  that    he  would    probably  die    of  infection    within  a 
short  period  of  ti'«e. 

7,  Tiat  based  upon  the  testiaony  introduced  at  trial  that 
the  child  is  *  disabled  infant  with  a  life  threatening  condition. 

8.  Dr.  Steinfcora  indicated  that  he  has  consulted  with  other 
doctors  including  staff  prediatric  neurologists  at  the  University 
of  Minnesota  Hospital  and  also  the  Ethics  GotSaittee  at  the 
University  of  Minnesota  Hospital.  That  all  he  has  talked  to  -.ave 
concurred  that    the    child  should    have    a  given    "coafort  care" 
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•nvironaent  without  providing  any  aggresaiv*  intervention  in  the 


9.  The  doctor  testified  that  in  hi«  opinion  it  would  not  be 
in  the  best  interest  of  the  child  to  try  to  prc»long  his  life 
through  any  type  of  ventilatory  support  or  the  institution  of 
antibiotic  therapy. 

10.  That  Dr.  Steinhorn  did  advocate  that  the  child  rwaln 
on  one  type  of  antibiotic  which  would  prevent  faisurei.  That  the 
doctor  testified  that  he  would  not  strongly  object  to  passive 
administering  of  antibiotics  by  sesns  of  the  stoaach  tube  but 
that  he  would  object  to  more  intrusive  administration  of 
antibiotics  by  intervenous  ueans. 

FroB  the  above  findings,  this  Court  aakes  th«  following: 


^*  and  State  law  establish  a  dear  and  consistent 

standard  for  what  traafeat  aust  be  provided  disabled  infants 
with  life~threatening  eondittonn. 

In  the  wake  of  considerable  public  debate  over  whother  and 
when  children  with  disabilities  should  receive  life-preserving 
treataent  (stimulated  by  the  death  of  a  Blooaington,  Indiana 
child  born  with  Down's  Syndrome  afte»  surgery,  food  and  wator 
were  withheld  from  him  in  April,  1982),  Congress  enacted  the 
Child  Abuse  Aaendaents  of  1984,  Pub.  L.  Ho.  98-457,  tit.  1,  sees. 
121-28,  98  Stat.  1749,  1752-55  (codified  at  42  U.S.C.A.  5101  to 
5103)  (Supp.  1986).    See  generally  Bopp  &  Balch,  The  Child  Ab»«« 


event  his  heart  stopped  or  he  should  stop  breathing. 


CONCLUSIONS  OF  LAV 


>984  and  their  laplenentinp  Repulaticna;  A  SuQoary. 
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1  Issues  in  L.  ft  Hed.  91 t  95-100  (1985) •  Th«  Iav  enacted  was  the 
product  of  negotiations  among  aedicalf  disability  rights  and 
pro-life  representatives  and  represented  a  consensus  among  a 
broad  range  of  groups.  Groups  that  supported  the  final  language 
included t  among  many  othe^rSf  the  American  Hospital  Association 9 
the  National  Association  of  Children's  Ilospitals  and  Related 
Institutions t  the  American  Academy  of  Pediatrics t  the  American 
Nurses  Association)  the  Amv^rican  College  of  Physicians 1  the 
Anerican  Association  on  Mental  Dericiencyy  the  Association  for 
Retarded  CitizenSt  JJ.S.,  and  The  Association  for  Persons  with 
Severe  Handicaps*  Id.  at  100;  130  Cong^  Rec.  S8951e  38952  (daily 
.ed.  June  29,  198^). 

The  legislation  applies  to  all  states  that  receive  federal 
funds  under  the  Child  Abuse  Prevention  and  Treatment  and  Adoption 
Reform  Act.  Minnesota  receives  Child  Neglect  Abuse  Basic  State 
Srant  5o.  05  CA  5388/09-2  in  the  amount  of  $158,521  for  the 
eighteen  montlDs  commencing  l^epteaber  30,  1985* 

As  amended  by  the  198^  &ct,  ^1  U.S.C.A.  51C3  (b)  (2)  (K) 
(Supp.  1986)  provides,  ''la  order  for  a  State  tc  qualify  for 
assistance  under  tLis  subsectios,  such  State  shall. ••have  in 
place. • •  procedures  or  progrdm. • .to  provide  for^ • • (iii) 
authority,  under  State  law,  for  the  State  child  protective 
service  system  to  pursue  any  legal  remedies,  including  the 
authority  to  initiate  legal  proceedings  in  a  cou^t  of  competent 
jurisdiction,  as  may  be  necessary  to  prevent  the  withholding  of 
aedically  indicated  treatment  from  disabled  infants  with 
life-threatening  conditions. «    In  additionr  42  U.S.C.A.    5103  (b) 


(2)  (C)  (1982)  requires  that  "in  oTder  for  a  State  to  qualify  for 
*a8i8tance  under  thia  eubaection,  ouch  State  ahall. . .provide 
that.*. upon  a  finding  of  abuae  or  neglect,  ioaediate  steps  ahall 
be  taken  to  protect  the  health  and  welfare  of  the  abused  or 
neglected  child...". 

42  U.S.C.A.  5102  (1982)  iefiaes  "child  abuse  and  neglect" 
*a  including  "nefXigent  treatment,  or  aaltreataent  of  a  child...'' 
Under  an  Inpleneating  regulations,  45  C.?.R.  ^HCi,Z  {d)  (3)  (i) 
(1985)  explicitly  states,  "The  tera  'aedical  neglect'  aeans  the 
failure  to  provide  adequate  aedical  care  in  the  context  of  the 
definitions  of  'child  abase  and  neglect'  in  sectiCTi  3  of  the  Act 
[42  U.S.C.A.  5102  (1982)]  and  1340.2  (d)  of  this  part.  The 
tern  «aedical  neglect''  includes,  but  is  not  limited  to,  the 
withholding  of  oedically  indicated  treatment  from  a  disabled 
infant  with  a  1/ fe-threetening  condition." 

In  Kay,  1985,  Minnesota  raacted  legislation  to  ensure  its 
compliance  with  th«80  requirements.  As  a  result,  the  Juvenile 
Code  now  includes  in  iti?  definition  of  "neglected  child"  one  "who 
is  medically  neglected,  vhich  includes  ,  the  withholding  of 
medically  indicated  tr^jataent  froa  a  disabled  infant  with  a 
life-threataning  condition."  Minn.  Stat.  Ann.  260.015  Subd.  10 
(•)  (Supp.  1986). 

The  centei piece  of  the  Child  Abuse  Aaendaents  of  1984  is  the 
Act'8  definition  of  "wxthholdlng  of  aedicdlly  indicated 
treatment. Minn.  Stat.  Ann.  260.015  (e)  (Supp.  1986)  also 
includes  a  definition  of  the  term  that  essentially  repeats  the 
federal  definitior,. 
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^2  U.S.C.A.     5102  (3)  (Supp.  1986)  defines  "withholding  of 
aedically  indicated  treatment"  as: 


the  failure  to  respond  to  the  infant* a  life-threatening 
conditions  by  providing  treatment  (including 
appropriate  nutrition,  hydration,  and  sedication) 
vhich,  in  the  treating  physician's  or  physicians* 
reasonable  aedical  judgment,  will  be  aost  likely  to  be 
effective  in  aaeliorating  or  correcting  all  such 
conditions,  except  that  the  ters  does  not  include  the 
failure  to  provide  treatment  (other  than  appropriate 
nutrition,  hydration,  or  medication)  to  an  infant  when, 
in  the  treating  physician's  or  physicians^  reasonable 
medical  judgment,  (A)  the  infant  is  chronically  -and 
iri'eversibly  comatose;  (B)  the^  provision  of  such 
treatment  would  (i)  aerely  prolong  dying,  (ii)  not  be 
effective  in  ameliorating  or  correcting  all  of  tbo 
infant ' s  life-threatening  conditions ,  or  ( ill ) 
otherwise  be  futile  in  terms  of  the  survival  of  the 
infant;  cr  (C)  the  provision  of  such  treatment  vould  be 
virtually  futile  in  terms  of  the  survival  of  the  infant 
and  the  treatment  if£elf  under  such  circumstances  would 
be  inhuma;*^. 

See  also  A5  C.F.R.    1340.15  (2)  (1985). 

The  Federal    Departnent  of  Health    and  Human  Services,  the 

agency    charged   with    administering    the    Act,    has  succinctly 

summarised  the*   structure  of    the  mandated    standard  of    care  as 

follows s 


(Pjirst,  all  such  disabled  infants  aust  under  all 
circumstances  receive  appropriate  nut^itiont  hydration 
and  medication^  Second^  all  such  disabled  infants  must 
be  given  medically  indicated  treatment.  Thiard,  there 
are  three  exceptions  to  the  requirement  that  all 
disabled  infants  must  receive  treatment,  ort  stated  in 
other  terms,  three  circumstances  in  whicn  treatment  is 
not  considered  "aedically  indicated." 

Dept.    of  Health    and   Human    Services,    Off*    of  Human 

Developjaent    Serv.,    Child    Abuse    and    Heglect    Prevention  and 

Treatment  Program.  49  Fed.  Reg.  4816,  48163  (1984) • 
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It  is  clear  that  it  if  thia  definition  of  what  aedical 
treataent  is  end  is  not  required,  contained  in  both  federal  and 
Minnesota  lav,  that  aust  guide  this  court  in  aaking  decisions 
about  Lance  Steinhaus* 

2.  .Unce  Steinhaus  is  a  "Disabled  Infant  With 
Life-Threatening  Condition"  Ifithtn  the  Meaning  of  Fadaral  ^nH 
Minnesota  Lav« 

The  treatnent  standards  of  both  the  federal  act  (42JI.S.C.A. 
5103  (b)  (2)  (k)  (Supp.  1986)  aad  the  Minnesota  lav  (Minn.  Stat. 
Ann.  260.015  Subd.  10  (e)  (.Supp.  1996)  apply  to  "disabled 
infant(8)  with  (a)  life-threatening    conditior  Because  the 

Minnesota  law  is  so  slailar  to  the  federal  one,  and  because  it 
was  obviously  passed  to  ensure  Minnesota's  compliance  with  the 
federal  law,  it  would  be  illogical  to  give  any  different 
interpretation  to  the  oeanl  of  the  terms  of  the  Minnesota  lav 
than  to  those  of  the  federal  act. 

Thtt  regulations  issued  by  the  federal  Department  of  Hetlth 
and  Human  Services  to  iapleaent  the  Child  Abuse  Aoendatnts  of 
1984  define  "Infant"  as  follows: 

Th«  tora  "Infant?  aeans  an  infant  less  than  one  year  of 
!'  ?f**  *  to    l9««  than  one   year  of  age 

snail  not  be  construed  to  laply  that  treataent  should 
be  changed  or  dlscontinu^jd  when  an  Infant  reaches  one 
year  of  age,  or  to  affect  or  lisit  any  existing 
protections  available  under  State  lave  regarding 
"2!}!?^  neglect  of  chlldror  over  one  year  of  age.  In 
addition  to  their  applicability  to  infants  less  than 
?M  ^of^  t^.tf**  the  standards  set  forth  in  paragraph 
jaj  of  this  section  should  be  consulted  thoroughly 
in  the  evaluation  of  any  issue  .  of  aedical  neglect 
involving  an  infant  older  than  one  year  of  age  who  has 
dr"bilit*°        Pr'oaturely,    or  who    has    a  long-tera 
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45  C-F-R.    1340^15  (3)  U)  (1985) 

Lance  ia  leas  than  one  year  of  age.  According  to  the 
teatlaony  of  Dr.  Sttinhorn,  ho  ia  likely  to  reoein  in  a 
persistent  vegetative  state  indefinitely.  Thus,  he  has  a 
•long-tern  disability."  It  is  iaportant  to  note  that  the 
definition  oakes  clear  that  if  particular  treatment  is  required 
kor  hla  noV|  that  trtataent  should  not  be  discontinued  vhen  he 
reaches  one  year  of  age.    _ 

Does  Lajice  have  a  "life«*threateninf  condition^?  At  the  sase 
tiae  it  issued  the  regulations  impleKi- siting  the  Child  Abuse 
Aaehdaent  of  1984,  the  Departoent  of  Health  and  Huoan  Services 
proauigated  '^interpretative  Guidelines  Regarding  A5  C.F.R. 
13il0.15  -  Services  and  Treatoent  for  Disabled  Infanta."  Although 
they  were  not  established  "as  binding  rules  of  law,"  the 
Departaent  explained  that  "this  guidance  is  intended  to  assist  in 
interpreting  the  statutory  definition  so  that  it  say  be 
rationally  and  thoughtfully  applied  in  specific  contexts  in  a 
Banner  fully  consistent  with  the  legislative  intent.*  45  C.F.R. 
fart  1340  App.  (1985)  •  Guideline  2  discusses  the  tera 
••life-threate.<ilng  condition^  in  a  aanner  that  could  htve  been 
written  specif ieally  to  address  Lancets  case: 

It  appears  to  the  Departaent  that  the  applicability  of 
the  statutory  definition  aight  be  uncertain  to  some 
people  in  cases  where  *  a  condition  aay  not,  strictly 
speaking,  by  itself  be  life-threatening,*  but  wherr  the 
condition  significantly  increases  the  risk  of  the  onset 
of  coaplications  that  aay  threaten  the  life  of  the 
infant.  If  aedically  indicated  treataent  is  available 
for  such  a  condition,  the  failure  to  provide  it  aay 
result  in  the  onset  of  coKplicationc  that,  by  the  tiae 
the  condition  becoaes  life-threatening  in  the  strictesV 
sense,    will     eliainate     or    reduce     the  potential 

9 


affeetlvaness  of  any  treataent.  Such  a  rasult  cannot, 
in  the  Departaent^s  view,  b«  squared  with  the 
Congressional  intent. 

Thus,      the      Departacnt      intarpreta      the  tera 

"life-threatening  condition"  to  include  a  condition 
thatf  ,in  the  treating  physician'*  or  physicians' 
reasonable  aedlcal  Judgaent,  aignificantly  increases 
the  risk  of  the  onset  of  coaplications  that  aay 
threaten  the  life  of  the  infant. 


Id. 


Or.  Steinhorn  testified  that,  because  of  hit  condition. 
Lance  is  susceptible  tolLlfe-threatening  infectiona.  It  la  for 
this  reason  that  antifiotics  are  naceasary.  Clearly,  thia 
ausceptibility  is  a  "life-threatening  condition"  under  the  Health 
&  Human  Services  guidelines. 

3«  That  under  the  lav  Lance  Stelnhaua  should  deceive 
antibiotic  treatment  us  a  part  of  the  appropriate  nutrition. 
hydration  and  aedieation  to  which  all  disabled  infants  are 
entitled. 

Dr.  Steinhorn  testified  thst  the  child  la  susceptible  to 
life  threatening  inf.actions  aa4  that  tiithout  antibiotica  it  la 
very  likely  that  he  vould  die  froa  infection.  The  doctor 
testified  that  adniniaterlng  aoat  antibiotics  vaa  relatively 
easy  and  could  be  given  the  child  through  hia-  atoaach  tube.  The 
doctor  la  fact  teatlflad  that  h*  had  no  great  objaction  to 
adninistering  antibiotic  aedicine  by  thia  aathod  and  would 
recoamend  that  a  certain  type  of  antibiotic  be  given  to  prevent 
seizures  as  being  regarded  as  inhuaane  while  death  by  infection 
as  being  regarded  as  husane. 
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This  Court  finde  that  the  adair.istaring  of  antibiotic 
tr«atti9nt  ia  not  a  heroic  neasuie,  but  is  appropriate  aedication 
to  vhieh  the  child  is  entitled. 

^,  The  Treataent  Requirements  Applicable  to  Lance  Steinhaus 
require  »^*t  He  be  given  Resusitatlon  Pnless  His  Condition  Fits 
one  of  the  Three  Exceptions  set  forth  in  the  Statute.    It  la  Hot 

Clear  whether  the  Child    aeets  the  "Chronically  and  Irreversibly 

Coaatose  Exception  of  the  Statute. 

In  general  the  standard  of  care  is  subject  to  three 
exceptions  In  which  only  "appropriate  nutrition,  hydration  and 
■adication"  Is  required. 

The  first  exception  is  when  "the  Infant  Is  chronically  and 
Irreversibly  comatose. "  42  U.S.C.A.  5102  (3)  (F'  (Supp.  1986); 
Minn.  Stat.  Ann.  260.011  Subd.  10  (e)  (l)  (Supp.  1986).  Dr. 
Steinhorn  testified  that  Lance  is  in  a  "persistent  vegetative 
•tate."  It  Is  not  uiear  that  this  Is  the  same  thiag  as  a  coma. 
A  November  1985  iiedlcal  Journal  article  describes  dlf feres ses: 

Coaa  was  defined  operationally  as  a  aleeplike, 
unarousablei  unresponsive  atate  in  whic^.  the  partient 
•hows  no  awareaets  of  aelf  or  envlronaent.  Such 
patienta  (1)  do  not  open  fthelr  ayts  ^  •ijhcr 
•pontaneoualy  or  in  a  response  to  any  verbal  atlBulus, 
(2)  utter  no  co»prohenslble  words,  and  (3)  neither  obey 
coiianda  nor  i  ve  their  .extrenitles  appropriately  vo 
locallM  or  tc  resist  noxious  atiaull.  ^  i 

Patients  In  the  PVS  iPerslateat  Vegetative  State], 
however,  are  awake  without  being  aware.  They  open 
their  eyes  and  look  about  randoaly  but  do  not  follow 
obaecta  ok*  respond  to  verbal  coomjind.  The  eyes  open 
and  bliflk  spontaneously  and  to  menace  but  are 
unattentlve.  Patients  may  sleep  at  times.  Chewing  and 
bruxlsm  (grinding  of  teeth)  are- common,  and  a  gras? 
reflex  Is  often  present. 

Hansotia,  Presistent  Vegetative  ^State.  f2  Archives  of 
Neurology  1048,  1048  0985)  (footnote  omitted;. 


uc 


A  itandard  r«f«ro.ace  text  oakes  the  saae  dletlnction: 

Com  iapliee  the  absence    of  both  arousal  and  content. 
TTteras  of  observable    behavior,  the  co.atose  pItiJnt 
appears  to    be    asleep,    but  unlike    the  slUpiSJ, 
cannot  be  aroused  froa  this  state...  ••^^"81  ne 

The  patient  in  the  vegetative  state  appears  awake  but 
shows  no  •vidence  of  content,  either  confused  or 
appropriate.  He  often  has  sfleep-wafe  cycles  but  cannSt 
iSJiJSSth?.'''  •^^^•^    ot   hiaself    ol  III 

^•^»  Th«  CoMtose  Patient,  in  I  The  Clinical  Neurosciences 
955,  956  (R.  Rosenberg  ea.  1983)  (enphasis  in  original). 

Unless  it  can  be  shown  that  the  child  is  chronically  and 
irreversibly  cooatose,  the  exception  does  not  apply.  The  Court »s 
recollection  of  the  t^stiaony  does  not  oupport  this  finding.  This 
■atter,  however,  aay. be  the  subject  of  further,  testiaony  and  a 
review  of  the  transcript  of  the  hearing. 

5*  Ihe  Futility  Exceptions  to  the -General  Raouirement  of 
Treataent  Do  Hct  Apply  to  Lance  Stelnhaua. 

The  second  and  third  exceptions  both  relate  tc  treataent 
which  is  futile  in  staving  off  death  for  very  long.    They  are: 

(B)  the  previsions  of  such  treataent  would  (i)  aerely 
prolong  dying,  (ii)  not  be  effective  in  aaeliorating  or 
correcting  all  of  the  infant's  life-threatening 
conditions,  or  (iily  otherwise  be  futile  in  teras  of 
the  survival  or  the  infant;  or  (C)  the  provision  of 
such  treataent  would  be  virtually  futile  in  teras  of 
the  survival  of  the  infant  and  the  treataent  itself 
under  such  circuastances  would  be  inhua'ane. 

A2  U.S.C.A.    5102  (3)  (B)  k  (C^  (Supp.  1986).    See  //.Iso  C.F.R. 

1340.15  (2)  (ii)  «  (iii)  (1985),  Minn.  Stat.  Ann.    260.015  Subd. 

10  (e)  (2)  ft  (3)  (Supp.  1986). 
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B^caufia  Dr«  Steinhorn  gave  undisputed  testioony  that,  with 
treataenty  Lance  sight  survive  for  ''decades",  none  of  ths 
language  ie  applicable. 

First,  the  treatment  at  issue  would  not  ^aerely  prolong 
dying^«  HHS  Interpretative  Guideline  No.  5  addresses  the  meaning 
of  these  words: 


The  Department  interprets  the  term  ''merely  prolong* 
dying**  as  referring  to  situations  where  the  prognosis 
is  for  death  and,  in  the  treating  physican'a  or 
physicians*  reasonable  medical  Judgment,  further  or 
alternative  treatment  would  not  alter  the  prognosis  in 
an  extension  of  time  that  would  not  render  the 
treatment  futile. 

Thus,  the  Department  continues  to  interpret 
Congressional  intent  at  not  permittinf  the  ''merely 
prolong  dying"  provision  to  apply  wher^  many  years  of 
life  will  result  from  the  provision  of  treatment,  or 
where  the  prognosis  is  not  for  death  in  the  near 
future,  but  rather  the  more  distant  future. 

45  C.F.R.  Part  13^0  App.  (1985) 

"Decades"  are  certainly  equivalent  to  "many  years  of  life". 

Thus,  since  antibiotics    and  resusciatation    could  purchase  macy 

years  of  life,  such  treatment  for  Lance  would  not  "merely  prolong 

dying." 

HHS  Interpretative  Guideline  Number  6  explicates  the  meaning 
of  "not  l>#  effective  in  ameliorating  or  correcting  all  of  the 
infantas  life- threatening  condition^." 


Under  the  definition,  if  a  disabled  infant  suffers 
from  more  than  one  life-threatening  condition  and,  ir. 
the  treating  physician's  or  physicians'  reftsonablc 
medical  judgment,  there  is  no  effective  treatment  for 
one  of  these  conditions  that  threatens  the  life  of  the 
infant  in  the  near  future,  then  the  infant  is  net 
covered  by  the  terms  of  the  amendment  (except  vit.r. 
respect  to  appropriate  nutrition,  hydration,  tr.d 
medication)  concerning  the  withholding  of  oedically 
indicated  treatment;  but  if  the  nontreatable  ccnditicn 
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win  n\)t  become  life-threatening;  but  if  the 
nontrettable  condition  will  not  becooe  life-threatening 
untU  t^:e  fflor-*  distant  future,  the  infant  is  covereu  by 
the  tertss  of  the  aaendaentc 

There  is  no  indicatic"  froo  the  testimony  of  Dr.  Steitthorn 
that  Lance  has  any  life-threatening  condition  that  cannot  be 
treated  and  will  thus  inevitably  cause  his  death  in  the  near 
future  even  if  treatment  ia  provided  for  other  life-threatening 
conditions.  On  theTontrary,  with  treataent  Larice  could  live  for 
"diicades."  Evidently  this  second  clause  of  the  second  exception 
does  not  apply. 

The  third  clause  of  the  second  exception  refers  to  treatment 
that  would  "otherwise  be  futile  in  teros  of  the  survival  of  the 
infant^  and  the  third  exception  refers  to  treatment  "virtually 
futile  in  tens  of  the  survival  of  the  infant."  Under  HHS 
Interpretative  Guideline  No.  8,  "The  Department  interprets  the 
t«rB  "virtualljT  ftttll«=  to  itan  that  the  treataent  is  highly 
unlikely  to  prevent  death  in  the  near  future." 

It  is  iaportant  to  recognise  that  both  clauses  vliscuas 
futility  only  in  the  context  of  "the  survival  of  the  infant,"  not 
in  teras  of  recovery  froa  the  disability.  The  plain  language  of 
the  atatut^s,  however,  aakes  clear  that  tha  length  of  life, 
rather  than  its  quality,  is  to  be  'th  >  basis  for  Judgments  about 
futility.  In  addition,  the  HHS  Interpretative  Guidelines  flatly 
state,  "[Tjhe  definition's  focus  on  the  potential  effectiveness 
of  treatment  in  aoeliorating  or  correcting  life-threatening 
conditions  aakes  clear  that  it  does  not  sanction  dicisions  based 
on  subjective  opinions  about  the  future  "quality  of  life"  of  a 
retarded  or  disabled  person.  Id. 


ERIC 


5IS 


Slnct  Lanco  could  live  for  ''dacades''  if  trettaent  it 
providadi  it  assuredly  cannot  be  accurately  said"  that  the 
trai^tsent  la  either  '^futile^  or  "virtually  futile"  in  teros  of 
hie  aurvival« 

The  third  exception  is  phras^-*  in  the  conjunctive;  for  it  to 
^PPlyy  it  auet  be  the  caae  both  that  treataent  would  be 
^virtually  futile  in  terma  of  the  survival  of  the  infant"  and 
that  "the  treataent  itself  under  such  circuastanceii  would  be 
inhuaane."  Since  the  8{.ecification8  of  the  first  requireaent 
clearly  are  not  aet,  treataent  could  not  be  withheld  even  If  the 
second  requiiroaent  were  aet. 

In  Interpretative  Guid^^line  No*  9^  the  Dni>artaent  rejected 
the  view  that  thf>  statutory  la^rguage  of  this  exception  allows 
"consideration  of  the  infantas  future  Equality  of  life**" 


The  Departaent  strongly  ,  believe  such  an 
Interpretation  would  Ve  inconsistent  with  the  statute ♦ 
The  statutdi  specifies  ISat  the  provision  applies  only 
where*  the  treataent  wuald  be  "virtually  futile  in  teras 
of  the  survival  of  the  infant »"  and  the  "treataent 
itself  under  such  clrcuastances  would  be  inhuaane." 
(Eaphasis  supplied.)  The  balance  is  clearly  to  be 
between  the  tery  slight  chance  that  treataent  will 
ailow  the  infant  to  survive  and  the  negative  factors 
relating  to  the  process  of  the  treataent*  These  are 
the  elrouastanees.  under  which  reasonable  aedical 
judgaent  could  decide  that  the  treataent  itself  would 
be  inhuaane* 

Id#  (Eaphasis  in  original.) 

In    light  or    the  uncontested    evidence  that    Lance  could 

survlce  for  "decades"    if  provided    treatment,  it    is  clear  that 

neither  the  second  nor  the  third  exceptions  apply^ 


NOW  THEREFORS,  IT  IS  HEREBY  0?^;ERED, 

15 

507 


-  520 


That    the  Motion  of  thd    aother,  Aoy  Stelnhaus  and  Dr* 
Steinhorn  are  hartby  denied* 

2.  That  thla  Court's  Order  of  August  1,  1986  Is  oade 
permanent  and  It  Is  further  ordered  that  until  further  order  of 
this  Court  the  alnor  chllv  Lance  Tyler  Steinhaus  shall  be 
provided  with  "treatment  (Including  appropriate  nuirltlon, 
hydration,  and  medication  including  antibiotics  and 
resuscitation)  which,  in  the  treating  physician's  or  physicians' 
reasonable  medical  Judfae^i,  will  be  most  likely  to  be  affective 
i7\  ameliorating  or  correcting  sll  life-threatening  conditions* 


ISSUE  The  issue  before  this  Court  is  whether  medical  treatsent, 
including  antibiotic  treatment  and  resuscitation  efforts,  should 
be  continu?)d  on  behalf  of  Lance  Tyler  Steinhaus,  an  Infant  child 
who  is  in  a  persistant  vegetavlve  state* 

_A_  DISTIHCTIOH  A  distinction  to  be  drawn  is  that  the  child  Is 
not  "brian  dead**  There  was  testimony  that  the  child's  brain 
shows  the  existence  of  recordable  activity,  although  the  treating 
doctor  was  of  the  opinion  that  such  activity  was  minimal  and 
related  to  primal  instincts,  such  as  control  of  breathing*  It  is 
noted  that  the  child  is  not  on  any  respirator* 

BACKGROUND     In    earlier  times  organized    society  reached  c«t  to 

se^re^atf,  confine,  sterilize,  and  otherwise  discrimlnftte  tgnlnat 
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George^I*  Harrelson 
Judge  of  County  Court 
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ptoplt  with  disabilitiaa.  It  was  not  until  the  1960^6  and  1970'd 
that  a  significant  disability  rights  oovement  got  under  way  in 
th#  United  States.  Suite  to  secure  rights  were  joined  by 
legislative  action  that  resulted  in  the  enactoent  of  such  lavs  as 
the  Education  of  the  Handicapped  Act  and  the  Rehabilitation  Act# 

PMDERLYIMG  RATIONALE  The  unspoken  but  imderlying  rationale  of 
the  aotion  before  this  Court  is  that  this  infant  child  has  such  a 
profound  disability  that  he  exists  in  a  ^vegetative  state^^i  that 
he  will  never  be'  able  to  live  a  nor sal  life  and  that 9  therefore 1 
he  should  be  allowed  to  die.  This  rationale  was  openly  expressed 
in  the  Infant  Doe  case  where  nutrition  and  beneficial  aedical 
care  vera  vlthheld  froB  a  Down's  Syndroae  infant  ^n  the  ground 
that  there  vks  no  possibility  of  a  ainisally  adequate  "quality  of 
life".  Adopting  this  rationale  or  way  of  thinking  would 
certainly  have  soae  benefits.  The  child's  death  would  allow  the 
aether  to  proceed  with  her  life.  I  aa  inforaed  that  the  aother 
is  a  good  aother  and  a  fine  person  and  spends  alaost  every  spare 
ainute  with  the  child.  The  child's  death  would  iilso  put  an  end 
to  the  extensive  aedicaX  care  which  w'.at  by  this  tiae  aaount  to 
treaendous  expense.  Arguably 9  such  aedical  expense  could  produco 
acre  profitable  results  if  applied  to  the  caseat  with  a  better 
prognosis. 

There  are  soae  problems,  however,  with  this  "quality  of 
life"  arguaent.  Who  decides  whether  the  "quality  of  life"  is 
adequate?  Where  is  the  line  drawn? 
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APPLICABLE  LAW  The  Child  Abueeaent  Anendwents  of  198i  were 
enacted  in  the  wake  of  considerable  debate  over  whether  children 
with  disabilities  should  receive  life^^preserving  treatment.  The 


lav  is  now  clear  that  all  infant  children  with  life  threatening 
conditions  have  a  right  to  oedically  indicated  treataent.  Lance 
Steinhaus  setts  this  definition.  As  the  result  of  this  lav  the 
child  has  the  right    to  coafort  care    consisting  of  foodt  vetert 


medication  in  this  case  i:idicates  antibiotic  treataent  vhich  vill 
prevent  death  by  infection. 

COHCLUSIOH  In  enacting  the  198ii  Anendoents,  the  "quality  of 
life"  rationale  vas  rejected.  The  child  clearly  has  a  right  to 
oedically  indicated  treataent  including  antibiotic  treataent 
which  viir  prevent  death  by  infection.  If  the  child •s  condition 
worsens  and  it  is  found  that  he  is  either  chronically  and 
irreversibly  coaatoset  or  that  he  aeets  one  of  the  other 
exceptions  in  the  lavt  then  the  lav  vould  not  require  heroic 
at^asures  such  as  resuscitation.  Based  upon  the  evidence 
introduced t  however »  the  Court  can  not  aake  this  finding  at  this 
tiae« 


personal    hygiene,    and    appropriate  aedication. 


Appropriate 


George  a «  Harrelson 
Judge  of  County  Court 
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STATE  OP  HINNBSOTA 


IN  COUNTY  COURT 


OOOKK  OF  REDWOCX> 


FAMILY  DIVISION 


In  the  Matter  of  the  Welfare  of 


Lance  Tyler  Steinhausi 


a  Minor 


AMENDED 
FINDINGS  OF  FACT  AND 
ORDER 


The  above  matter  came  before  this  court  upon  the  motions  of  Anr/  Steinhaus  and 
Dr*  David  Steinhom  in  the  Courtroom  of  the  Redwood  County  Courthouse  in  the  City 
of  Redwood  Falla#  Minnesota  on  the  6th  day  of  October/  1986.   Mr.  TJavid  Peterson/ 
tiar^ll/  Minnesota  56258  appeared  on  behalf  of  the  Redwood  County  Welfare  Department/ 
Ms.  Natalie  Baxischild/  315  South  Washington/  Box  377/  Redwood  FallS/  Minnesota 
56283  aK)eared  on  behalf  of  the  petitioner  Amy  Steinhaus;  Jan  D.  HalversOT/  University 
of  Minnesota  Hospital  and  Clinic/  Box  708/  Harvard  St.  at  East  River  Road/  Minneapolis/ 
Minnesota  55755  appeared  on  behalf  of  Dr.  David  Steinhom;  Cecil  Naatz/  Attorney 
at  Law/  Marshall/  Minnesota  appeared  on  behalf  of  Timothy  Steinhaus;  Michael  Boyle/ 
Attorney  at  Law/  Springfield/  Minnesota  appeared  on  behalf  of  the  guardian  ad  lit^ 
and  the  child.. 

The  motion  brought  by  Petitioner  Amy  Steinhaus  is  for  an  order"  amending  the 
Findings  of  Fact/  Conclusions  of  Uw  and  Order  of  this  Court  dated  September  11/ 
1986  so  as  to  find  that  the  minor  child/  Lance  Tyler  Steinhaus  is  "chronically 
and  irreversibly  comatose"  so  as  not  to  require  resuscitation  or  other  heroic 
roeasxires  as  set  forth  in  tliat  exc^t  in  42  O.S.C.A.  5102  (3)  (B)  (Supp.1986); 
Minnesota  Statutes  260.015  Subd.  10  (e)  (1)  (Supp.  1986). 

The  tfotion  by  Dr.  David  Steinhom  is  for  an  order  to  amend  the  Findings  of  Fact/ 
Conclusions  of  Law  and  Order  of  Septenber  11*  1986  finding  that  a  decision  by  the 
legal  custodian  to  withold  treatment  other  than  appropriate  nutrition/  hydration 
or  Indication  would  not  COTStitute  medical  neglect  or  the  witholding  of  medically 
indicated  trcatjiient  as  defined  in  Minn.  Stat.  ss260.C15  Subd.  (10)  e. 


SU 
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The  undersigned/  upon  all  the  evidence  introduced  at  this  hearing  and  upon  all 
the  records  and  files  herein^  find  as  follows: 

FINDINGS  OP  FACT 

!•   That  on  August  14/  1988i  Dr.  David  Steinhorni  one  of  the  treating  doctors  of 
Lance  Steinhaus,  testified  that  the  child  was  in  a  "persistant  vegetative  state" 
and  that  he  also  testified  that  the  child  was  chronically  and  irreversibly  cocnatose. 
2.     That  on  October  6/  1985/  the  court  received  the  testimony  of  Doctor  Stephen 
Smith/  a  pediatric  neurologist.   That  Dr.  Smith  testified  that  he  had  recirived 
the  oedical  record  of  larice  Steinhaus  and  that  he  had  examined  the  child  on  October 
1/  2/  4  and  5/  1986.   That  the  Doctor  testified  that  he  had  received  a  CAT  scan 
of  Lance  Steinhaus  taken  May  20/  19S6  and  a  MR  (Magnetic  Resonance)  Scan  taken 
Septenber  26/  1986. 

3*     The  Court  was  presented  the  OAT  Scan  of  Lance  Steinhaus*  brain  which  was 

contrasted  with  a  CAT  Scan  of  a  nornal  brain.  ,  That  likewise  an  MR  Scan  of  Lance 

Steinhaus'  brain  was  contracted  to  a  MR  Scan  of  a  normal  brain.   That  Doctor  Sraith 

testified  that  based  upon  his  examination  and  an  examination  of  the  CAT  Scan  and 

MR  Scan  that  both  of  the  hemispheres  of  the  child's  brain  have  been  •'virtually 

destroyed".    He  testified  that  the  normal  architecture  of  the  brain  is  missing 

and  that  the  major  areas  of  the  brain  have  been  replaced  by  fluid. 

4.     The  doctor  testified  that  only  area  of  the  brain  not  conpletely  destroyed 

is  the  brainstem.   That  the  brain  stem  ^ich  controls  very  basic  life  control  systems 

sud)  as  respiration  and  tenperature  shows  considerable  damage. 

5*     That  the  doctor  testified  that  based  upon  his  examination  and  tests  that  it 

is  his  c^inion  that  while  the  child  has  some  of  the  criteria  of  a  "persistent  vegetative 

state"  that  the  child  does  not  have  the  normal  "sleep-wake  pattens  of  that  state* 

Th«  doctor  testified  that  the  child  in  his  opinion  was  chronically  and  irreversibly 

cocatose.   The  Doctor  further  testified  that  in  his  opinion  there  are  no  foreseeable 

advances  in  medical  science  which  could  hope  to  improve  the  child's  condition. 
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That  it  vs  the  a>inicn  o£  Dr*  Sodth  at  appropriate  medical  practice  would 
dictSte  that  the  child  be  given  nutrition/  vamth/  cleanliness  and  medication  such 
^antibiotics  to  treat  infection*   The  doctor  testified  that  approprite  medical 
"practice  would  not  require  resuscitation  or  intubation  or  any  heroic  efforts  for 
the  diild. 

From  the  above  findings  the  Court  makes  the  following: 


!•     That  the  itdnor  child/  Lance  Tyler  Steinhaus  is  chronically  and  irreversibly 
jconatose* 

,2.     That  State  and  Federal  law  require  that  the  child  received  "comfort  care* 
consisting  of  dippco^iate  nutrition/  hydration/  warmth  and  medication. 

3.  That  Federal  Law/  42  U.S.C.A.  5102  (3)  (Supp.  1986).  and  Minnesota  State  Law/ 
Minn.  State  ss  260.015/  Subd.  10  (e)  under  the  circumstances  of  this  case  do  not 
require  treatment  other  .than  a^ropriate  nutrition/  hydration/  warmth  and  medication. 

4.  That  a  decision  by  the  legal  custodian      of  the  child  to  vithold  treatment 
other  than  appropriate  nutrition/  hydration  or  medication  would  not  constitute 
nedical  neglect  or  the  witholdings  of  medically  indicated  treatment  as  defined 
Minn.  Stat.  ^260.015  Subd.  10  (e). 

KOH  TBERBFORB/  IT  IS  HEREBy  CEU^S^: 

1.  That  the  motion  of  petitioner/  Az^  Steinhaus  is  hereby  granted. 

2.  That  the  motion  of  petitioner  Dr.  fiavid  Steinhotn  is  hereby  granted. 
Dated:.  Oct<&er  13/  1986 


CXXXXOSIONS  C3P  LAN 


George  I.  Barrelson 
Judge  of  County  Court 
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